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Preface 


The presence in a family of a person with a severe mental disorder is often 
associated with a significant objective and subjective burden on the other 
family members, especially those who have a caregiving role. The entity of 
this burden depends on several factors, including the relative’s age and 
gender, the quality of his/her premorbid relationship with the patient, 
the nature of the patient’s problems, the coping strategies adopted by the 
relative as well as his/her appraisal of the situation and perception of the 
patient’s illness, the emotional and practical support available to the family, 
and cultural and ethnic variables. An important component of the family 
burden are the consequences of the stigma attached to mental illness: 
stigma does not stop at those who are close to the patient; it extends across 
generations and reaches far away parts of families. The burden experienced 
by the family members may not only affect their own mental and physical 
well-being, but also have an impact on the course of the patient’s disorder 
(well documented especially in the case of schizophrenia). 

In the past, the family of a patient with a severe mental disorder was 
often blamed for the patient’s disease and deliberately excluded from its 
management. Today, this happens more rarely, but the emotional and 
practical problems experienced by the relatives of people with severe 
mental disorders are not always a major focus of attention for mental health 
services. The family is not always provided with sufficient information on 
the patient’s condition and how to deal with it. The involvement of families 
in structured intervention programmes is still rare, in spite of the research 
evidence that family-based interventions have a positive impact on the 
outcome of several mental disorders. Self-help groups based on mutual 
support, usually initiated by family organizations, are still not extensively 
available and are attended by a limited number of families, in spite of the 
emerging evidence of their usefulness. Legal provisions that could support 
the families are only rarely in place, and health and social services usually 
have no special provision for work with families of people with mental 
illness and for their support. 

This volume portrays what is defined in one of its chapters “the journey 
of families from burden to empowerment”, currently ongoing in several 
countries of the world. An overview is provided of the various dimensions 
of family burden, as well as of the possible positive consequences of caring 
for a person with a severe mental disorder, in terms of development of 
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personal attitudes and skills, increase of self-confidence and strengthening 
of family bonds. The variables which modulate family burden (with a 
special focus on relatives’ coping strategies, appraisal and illness percep- 
tion) are described. Family-based interventions available for the various 
mental disorders are reviewed, including the evidence of their effectiveness, 
the barriers to their implementation and the methodological problems of 
the relevant research. The recent achievements of family organizations in 
developed as well as developing countries are outlined. 

A distinctive feature of the volume is its focus on all the most prevalent 
mental disorders, including those—such as anxiety disorders, eating 
disorders and childhood mental disorders—which have been rarely 
considered in this specific context. Substance abuse, a remarkably neglected 
area as far as family problems are concerned, is also covered. 

We hope that this book will contribute to sensitize not only psychiatrists, 
but all mental health professionals, to a dimension of mental health care 
which has been neglected for far too long, although it holds a major promise 
of improvement of quality of life of patients and all those involved in their 
care. 


Norman Sartorius 
Julian Leff 

Juan José Lopez-Ibor 
Mario Maj 

Ahmed Okasha 


This volume includes several chapters developed from presentations 
delivered at the 12th World Congress of Psychiatry (Yokohama, Japan, 
24-29 August, 2002). 


CHAPTER 


1 


Families of People 
with Schizophrenia 


Christine Barrowclough 
School of Psychological Sciences, University of Manchester, UK 


INTRODUCTION 


Families play an essential role in supporting people with long-term mental 
illness in the community and are focal in the social networks of people with 
schizophrenia [1]. Over 60% of those with a first episode of a major mental 
illness return to live with relatives [2], and this would seem to reduce only 
by 10-20% when those with subsequent admissions are included [3]. The 
carer role is often not without difficulties, and may be associated with 
considerable personal costs. In schizophrenia, many family members 
experience significant stress and subjective burden as a consequence of 
their caregiver role. Not only is such stress likely to affect the well-being of 
the relatives and compromise their long-term ability to support the patient, 
but it may also have an impact on the course of the illness itself and on 
outcomes for the client. This chapter describes research which has 
examined the impact of schizophrenia on families and the impact of family 
stress on patient outcomes. It then outlines the background to the 
development of family interventions in schizophrenia, summarizes the 
research findings including the evidence base for such interventions, and 
concludes by drawing attention to important areas for future development. 


THE IMPACT OF SCHIZOPHRENIA ON FAMILIES 


Approximately 1% of the population worldwide will suffer from schizo- 
phrenia in their lifetime, with the onset of the illness occurring usually in 
late adolescence or early adulthood. Schizophrenia is characterized by a 
range of symptoms. Although there are large variations in presentation, it is 
usually associated with severe disruptions to a sufferer’s functioning. First, 
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disturbed behaviour may be associated with delusional thinking, thought 
disorder and hallucinations. Although these symptoms may be controlled 
by medication, the course of the illness is often marked by relapses or 
exacerbations of these psychotic phenomena and approximately one third 
of sufferers continue to have persistent positive symptoms despite opti- 
mum medication [4]. There are also long-term impairments in functioning 
known as negative symptoms. These include underactivity, lethargy, poor 
motivation, general mental slowing, restricted emotions and marked 
interpersonal difficulties. Due to the wide-ranging problems, the illness 
makes considerable emotional, practical and financial demands on those 
close to the sufferer—typically the parents or the spouse or partner. These 
demands are likely to persist over a prolonged period, and advice, help and 
support may not be readily available. 

Under these circumstances, the coping resources of family members may 
be severely challenged and hence it is unsurprising that the impact of the 
illness results in negative outcomes in terms of personal distress and 
burden for many carers. Studies examining the impact of the illness on 
family members are described below. 


Distress and Burden in Families of Schizophrenic Patients 


One of the ways in which the impact of psychiatric illness on families has 
been investigated is in terms of “burden”. This concept is described as 
having two dimensions: objective and subjective [5]. Objective burden can 
be observed by others and consists of measurable effects on the household, 
whereas subjective burden is the relative’s own perception of the impact 
of caring. Schene and colleagues [6] refined the concept and suggested 
that objective burden is the additional caregiving demands imposed on 
relatives (such as helping, supervising, financial aid) and the loss of their 
own activities (such as work and social or leisure roles), whereas subjec- 
tive burden refers to the experiences and emotional responses of a 
caregiver. 

Many surveys have demonstrated that distress and burden associated 
with caring for a mentally ill family member are very high [6]. However, 
Chakrabarti and Kulhara [7] report that, in comparative studies across a 
range of disorders (schizophrenia, affective disorders, anxiety disorders), 
mean scores of objective burden were greatest among families of schizo- 
phrenia patients. A number of studies have assessed the negative impact of 
schizophrenia on families. Findings indicate that 30-60% of carers suffer 
significant distress as measured by self-report scales such as the General 
Health Questionnaire (e.g., 8-12). These levels are above what one would 
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expect in the general population and it is assumed that these elevated levels 
of distress are associated with the demands of the caring role. 

Studies have investigated what patient symptom factors predict high 
levels of burden in relatives, but there are inconsistencies in findings. Some 
studies report that positive symptoms are problematic [13,14], while others 
have found that both positive and negative symptoms are related to burden 
[15]. Clearly, differences in findings are likely to result from sample and 
measurement differences [16]. A further complication is that the distinction 
between subjective and objective burden becomes blurred when relatives’ 
reports are used to assess objective burden [17]. However, there is 
considerable support for burden and distress being associated with non- 
psychotic symptoms such as underactivity [18] and negative symptoms 
[19-21], inappropriate and antisocial behaviour [21,22] and mood distur- 
bance [22,23]. Fadden et al. [20] suggest that, although the positive, florid 
symptoms such as delusions and hallucinations can also cause problems, 
they do not tend to be present most of the time, unlike the negative 
symptoms. Hence, the major proportion of burdensome behaviours seems 
to come from the negative symptoms, while Provencher and Mueser [22,24] 
suggest that positive symptoms “interfere only minimally with role func- 
tioning in the family”. 

Although some symptoms may be more likely to cause difficulties for 
family members, the inconsistencies in findings between studies may also 
reflect the idiosyncratic nature of difficulties in the context of complex 
coping situations. Certainly, the lack of a straightforward relationship 
between symptom severity and relatives’ distress [25-27] suggests that 
distress may be influenced by the family members’ response, and a number 
of studies have looked at coping responses in relation to relatives’ 
outcomes. For example, a study by Birchwood and Cochrane [8] described 
different coping styles in relatives of schizophrenic patients and found that 
broad styles of coping were applied with consistency across different 
patient behaviours. An “ignore/accept style” was associated with lower 
burden and a “disorganized” (many strategies without consistency or clear 
style) with higher distress, although the authors note that to some extent the 
coping style was related to the level of functioning of the patient. A number 
of studies have found that emotion-focused coping, particularly avoidance, 
is associated with more distress in relatives (e.g., 25,28,29). 


Appraisal Processes and Coping in Families 
One of the dominant coping theories is Lazarus and Folkman’s [30] trans- 


actional model. This theory has gained support from researchers studying 
dementia caregiving (e.g., 31). The model emphasizes the individual’s 
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appraisals of demanding situations as mediators of affective and beha- 
vioural responses. Appraisals here refer to people’s evaluative judgements 
about the stressor and may be understood as primary (how threatening the 
person perceives the situation to be, how much concern the situation elicits 
for him) and secondary (a person’s assessment of his coping resources). 
Hence, according to Lazarus and Folkman’s theory, where a relative 
appraises situations associated with the mental illness to be problematic or 
threatening and feels he does not have the resources to cope, then he is 
more likely to be distressed. Recent research applying the transactional 
model framework to relatives of schizophrenic patients does suggest that 
appraisal processes mediate the relationship between illness factors and 
carer responses [11,21,25]. These studies have employed independent 
measures of patient symptoms and have demonstrated that the burden and 
distress experienced by relatives are more dependent on their appraisal of 
the patient’s problems than the problems themselves. However, it may well 
be that some types of problems associated with schizophrenia—for 
example, the negative symptoms referred to earlier—may elicit particularly 
challenging appraisals, or that the measurement of clinical symptoms may 
not correspond to the patient’s behaviour in non-clinical settings [32]. 
Several studies have focused on one particular type of appraisal—the 
kind of explanations or causal attributions that relatives make about 
problematic behaviours associated with schizophrenia—in understanding 
relatives’ responses to schizophrenia (see 33 for a review of studies). 
Although these appraisals seem to be important mainly in terms of how the 
relative responds to the patient (see later sections on expressed emotion for 
a fuller description), one study found that self-blaming attributions were 
predictive of distress in relatives [34]. There may be some merit in 
increasing the scope of the study of relatives’ cognitions about mental 
illness as a means of understanding variability in how people respond to 
close relatives with a severe mental illness. In the area of physical health, it 
is widely accepted that cognitive processes mediate people’s adaptation to 
their own health problems, and the most notable theoretical framework 
adopted in this work is the self-regulation model of Leventhal and 
colleagues [35,36]. It has been demonstrated that patients’ illness repre- 
sentations or models of illness are based on distinct components—identity, 
cause, time line and illness consequences, as well as controllability (see 37 
for review). These representations have been shown to carry emotional, 
behavioural and coping implications and are related to health outcomes. It 
has been suggested [37-39] that illness representations may also have 
important implications for people’s responses to individuals who are ill, 
particularly in mental illness [40]. A preliminary study by Barrowclough et 
al. [26] supported the utility of this model in the context of relatives of 
schizophrenia patients using the Illness Perception Questionnaire (IPQ) 
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[41]. As with previous studies, there was little association between the 
measures of carer functioning (using measures of distress and burden) and 
patient functioning. However, where relatives perceived there to be greater 
negative consequences for the patient from the illness, they showed greater 
distress and subjective burden. 

The transactional model predicts that appraisals of problems will also be 
influenced by perceptions of the number and efficacy of one’s resources to 
manage the problems. In a longitudinal European study of family burden 
and coping over time [29], a reduction in family burden was found in 
relatives who adopted less emotion-focused strategies and received more 
practical support from their social network. Theory and evidence would 
suggest then that there are multiple routes to helping relatives to reduce 
distress and burden. These include modifying threatening appraisals of the 
illness experience (which may include helping to improve the patient’s 
condition) and increasing relatives’ confidence in managing its troublesome 
aspects, either through their own strategies or with support from others. 
However, later sections of the chapter show that there have been few 
attempts to date to develop family interventions directed at improving carer 
outcomes, and that the little research which is available has produced 
disappointing results. Despite a good deal of research, it would seem that 
we are in the early stages of understanding how best to help relatives to 
safeguard their own well-being. 


IMPACT OF FAMILY ENVIRONMENT ON 
SCHIZOPHRENIA 


It is clear that many families of patients with schizophrenia are likely to 
experience significant stress associated with the caring role. Although 
writers have acknowledged that such stress affects the well-being of 
relatives as well as compromising their ability to care for the patient, most 
family research in schizophrenia has focused on the latter aspect—that is, 
the impact of the family on the psychosis. 

There is a long history of theories that hypothesize an association be- 
tween the family environment and the development of schizophrenia. In 
the 1950s and 1960s, writers such as Bateson, Lidz and Laing described 
various patterns of family structure, interactions and communications which 
they proposed were responsible for causing schizophrenia [42]. These theo- 
ries of family pathology failed to withstand empirical investigation and have 
now been largely discredited. However, some of the ramifications are still 
felt today, and Hatfield et al. [43] discuss the distress to families that these 
messages of family blame can cause. 
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Expressed Emotion Research 


In the past thirty years or so, research on the effects of the family 
environment on the course of schizophrenia has become almost synonym- 
ous with the work on expressed emotion (EE). EE refers to a construct en- 
compassing several key aspects of close interpersonal relationships. It 
reflects critical, hostile or emotionally overinvolved attitudes on the part of 
a family member toward a relative with a disorder or impairment. 
Originally developed to assess the emotional climate of households con- 
taining a person diagnosed with schizophrenia [44], EE is now a well- 
validated predictor of poor clinical outcome for this disorder as well as for 
other psychiatric conditions [45]. Although its name might suggest other- 
wise, EE is not a measure of emotional expressiveness. Rather, it is a 
measure of the extent to which an individual family member talks about 
another family member in a critical or hostile manner or in a way that 
indicates marked emotional overinvolvement (EOI). These attitudes are 
assessed using a semi-structured interview called the Camberwell Family 
Interview (CFI) [46]. The CFI generally takes between one and two hours to 
complete. The interview is audiotaped and later rated on a number of 
dimensions using operationalized guidelines. 

Criticisms are defined as comments about the behaviour or characteristics 
of the person (patient) that the respondent clearly resents or finds annoying. 
Hostility is rated categorically on the basis of whether or not the respondent 
makes generalized criticisms or expresses attitudes that are rejecting of the 
patient. The EOI score is a composite measure of factors such as an 
exaggerated emotional response, over-intrusive or self-sacrificing behav- 
iour, and over-identification with the patient. Positive aspects of the 
relationship may also be measured in the form of positive comments (a 
frequency count) and warmth (a scaled score taking into account attitudes 
and comments evidenced throughout the interview). However, it is the 
dimensions of criticism, hostility and EOI that are used to determine high 
and low levels of EE. Relatives scoring above threshold on one or more of 
these dimensions are assigned “high EE” status. The importance of the EE 
concept to schizophrenia lies in the predictive validity of the dichotomized 
EE measure. In a meta-analysis of 26 studies, Butzlaff and Hooley [45] 
demonstrated that living in a high EE home environment more than 
doubled the baseline relapse rate for schizophrenia patients 9 to 12 months 
after hospitalization. Over the years, EE methodology has been applied to 
other conditions, both psychiatric and medical. EE has been found to be 
predictive of illness course in other psychiatric conditions, most notably in 
depression (see 45). There are associations between high EE and childhood 
psychological disorders, and there are also indications that it may have 
predictive utility for some chronic medical conditions, including asthma 
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and epilepsy (see 47 for a comprehensive review of EE research in health 
care). 

Although the initial studies by Brown and colleagues [48] suggested that 
behavioural disturbance and work history were related to EE and relapse, 
multiple studies have demonstrated that the association of EE with relapse 
is independent of patient factors such as severity of illness. Even when 
potentially important patient variables are controlled statistically, EE still 
makes a significant and independent contribution to relapse [49]. The 
general findings contained in the literature also provide no strong support 
for the assumption that the link between EE and relapse results from their 
shared association with an unmeasured third variable (see 50). 


Understanding the EE Concept 


Although the predictive validity of EE is no longer in question, research 
studies continue to attempt to better understand the EE concept and its 
mechanism in relapse. It is generally understood to have its action within a 
vulnerability-stress model of schizophrenia (see 51 for a review of the 
models). In essence, such models conceptualize the psychosis as the result 
of environmental stress reacting with an underlying predisposition or 
biological vulnerability to develop the disorder. The models can be applied 
either to the genesis of the psychosis or to subsequent episodes and postulate 
a powerful role for environmental stress. Within this framework, EE is seen 
as one possible source of such stress, capable of triggering or exacerbating 
symptoms once vulnerability is established through the onset of the illness. 

The measure of EE has also been applied to professional carers. Although 
this line of research is much less well developed than with families, there is 
accumulating evidence that high EE responses in professionals are 
associated with negative outcomes [52]. In a prospective study of case 
managers, Tattan and Tarrier [53] found that the absence of a positive 
relationship between case manager and patient measured 3 months after 
engagement was associated with poorer clinical outcome 9 months later 
independently of initial severity of illness. A positive relationship was also 
significantly associated with a greater improvement in the patient’s quality 
of life and a negative relationship with the least. Barrowclough et al. [26] 
investigated staff—patient relationships on a low security inpatient facility. 
They found that staff viewed the behaviour of patients they felt less 
positively disposed toward as more the product of the patients’ own 
volition, which is consistent with the associations found in the family 
caregiver research of less benign interpretation of behaviour and critical 
attitudes [33]. Patients were sensitive to staff feelings towards them; 
patients’ ratings of perceived thoughts and feelings from staff about them 
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were significantly correlated with those expressed by staff members about 
the patient. The more negatively perceived patients were significantly more 
likely to have behavioural disturbances in the 7 months subsequent to the 
ratings being made. 

The extension of EE research to professional carers suggests that people 
with schizophrenia are sensitive to the effects of interpersonal relationships 
in general. However, their restricted social networks and lower levels of 
social functioning may increase the impact of stressful interactions with key 
formal and informal carers. The studies which have demonstrated that EE is 
not just of relevance to families provide support for Hatfield’s contention 
that “patients . . . are also influenced by other powerful environments, such 
as hospital wards, treating physicians, rehabilitation centres, and the 
like ....Whatever is useful in expressed emotion theory needs to be applied 
to community workers” [54]. 


Mechanisms of EE in Relapse 


There are a number of lines of evidence indicating that high EE in families 
represents a significant stressor for patients with schizophrenia, and as such 
may precipitate relapse. First, a series of physiological studies (see 55 for a 
review) demonstrated that patients’ arousal levels differ in response to high 
and low EE relatives. The presence of a high EE relative is associated with 
arousal maintenance or increase, and that of a low EE relative with arousal 
decrease. Second, studies of relative—patient interactions in laboratory 
settings have supported the view that differences in high and low EE 
relatives assessed in the CFI translate to differences in real-life situations, 
with high EE relatives demonstrating more critical and/or more intrusive 
behaviours. As would be expected, the interactions are dynamic, with 
patient behaviours contributing to negative interactions, but high EE 
relatives seem less able to change tack, with their responses more likely to 
contribute to the escalation of negative exchanges [56]. Further support for 
high EE as a stressor comes from studies demonstrating that high EE 
relatives themselves report greater levels of persistent personal distress [11]. 
Third, a particularly fruitful recent avenue of understanding the variability 
in how people respond to close relatives with a severe mental illness is 
represented by studies focusing on the role of attributions. Evidence has 
accumulated that high and low EE relatives may differ in the beliefs they 
hold about patients and the problematic behaviours associated with the 
patient’s illness. In particular, there is consistent evidence from several 
studies that critical relatives are more likely than non-critical ones to hold 
patients responsible for their difficulties [33]. In reviewing the relationship 
of EE and attributions to patient relapse, these authors conclude that carers’ 
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beliefs may play a role in the relapse process in a variety of ways, e.g. by 
mediating controlling behaviour which increases patient stress or by 
decreasing the patient’s sense of self-worth, which may serve to reinforce 
negative self-focused delusions and hallucinations. 

Finally, the strongest evidence that EE may act as a causal stressor in 
relapse comes from family intervention research in schizophrenia, which is 
reviewed below. 


FAMILY INTERVENTIONS AND SCHIZOPHRENIA 


The development of multifactorial models of the processes determining risk 
and relapse in schizophrenia briefly described in previous sections pro- 
vided the general rationale for the development of family interventions. 
Their emphasis on the contribution of psychological and socio-environ- 
mental stressors to the illness course opened up the way to psychological 
interventions. Within the context of stress—vulnerability models, an indivi- 
dual’s home might be viewed as an environment capable of influencing the 
illness for better or worse. The reasoning was that if attributes of certain 
households are responsible for precipitating relapse, then these attributes 
might be identified and modified, with a resulting reduction in relapse 
rates. Throughout the past two decades, a series of studies testing this 
theory have been reported. 

There have been several descriptive reviews of the schizophrenia family 
intervention studies (e.g., 57-61). Typically, the controlled trials recruited 
families at the point of a patient’s hospitalization for an acute episode of 
schizophrenia and commenced the family intervention when the patient 
was discharged back to the home. The intervention period lasted from 6 to 
12 months, at the end of which relapse rates were compared between 
patients who received the family intervention as an adjunct to routine care 
and those who received routine care only. Routine care included the use of 
prophylactic medication. Table 1.1 presents a summary of studies that have 
compared family intervention with routine or standard care for patients 
with schizophrenia. 

Although the table selects only studies where the intervention lasted at 
least for 10 sessions, the variety of programmes delivered is apparent. 
Interventions developed by the various research groups differed on some 
important dimensions, including the location of the family sessions (home 
versus hospital base), the number of sessions offered, the extent of the 
patient’s involvement, whether families were seen individually or in 
groups, and the precise content of the sessions and the mode of delivery. 
Since the researchers did not have a clear understanding of the mechanisms 
of patient relapse in the home environment, determining the content 
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involved making certain assumptions about the kinds of problems 
associated with families which might contribute to stress, and hence 
deciding what issues needed to be targeted. In practice, all the studies 
assumed families had inadequate knowledge or misunderstandings regard- 
ing the illness and placed an emphasis on educating relatives about 
schizophrenia, to the extent that some reviewers have subsumed all family 
intervention under the category ““psychoeducation’”’. The other common area 
targeted was helping the family members in coping with symptom-related 
difficulties, either by a specific problem-solving approach [81] or through 
assessment of individual problems and application of appropriate cognitive- 
behavioural techniques [82]. Despite differences in approaches, Mari and 
Streiner [83] have provided a useful summary of the common “ingredients” 
or “overall principles” of the treatments: to build up an alliance with rela- 
tives who care for the schizophrenic member; to reduce adverse family 
atmosphere; to enhance the problem-solving capacity of relatives; to 
decrease expressions of anger and guilt; to maintain reasonable expecta- 
tions of patient performance; to set limits safeguarding relatives’ own well- 
being; and to achieve changes in relatives’ behaviour and beliefs. 

A number of meta-analytic reviews (83, updated by 84 and 85; 86,87) of 
the family intervention studies have been published. These reviews include 
family intervention studies where the patient has a diagnosis of schizo- 
phrenia or schizoaffective disorder; where there is some form of control or 
comparison group against which to evaluate any benefits from the experi- 
mental treatment; and where patient relapse or hospitalization is examined 
as the main outcome. The Pharoah et al. [85] analysis adopted fairly 
stringent inclusion criteria (excluding studies with non-random assign- 
ment, those restricted to an inpatient intervention; those not restricted to 
schizophrenia; and when the intervention took place over less than 5 
sessions) and included 13 studies. The review confirms the findings of the 
earlier descriptive accounts of the studies. It concludes that family inter- 
vention as an adjunct to routine care decreases the frequency of relapse and 
hospitalization; and that these findings hold across the wide age ranges, sex 
differences and variability in the length of illness found in the different 
studies. Moreover, the analysis suggests that these results generalize across 
care cultures where health systems are very different—trials from the UK, 
Australia, Europe, the People’s Republic of China and the USA were 
included. The more inclusive review [86] examined 25 studies spanning 20 
years (1977-1997). Again, it confirmed the lower relapse rate of family- 
treated patients compared with control groups, finding an effect size of 0.20, 
corresponding to a decrease in relapse rate of 20%. Although this treatment 
effect may seem relatively low, one must bear in mind that this analysis 
includes studies where the intervention was extremely brief and with little 
resemblance to the intensive programmes in the original studies. For 
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example, the studies of Falloon et al. [63], Leff et al. [65] and Tarrier et al. [67] 
(see Table 1.1) demonstrated decreased relapse rates for family-treated 
patients of approximately 40%. 

Unfortunately, the absence of treatment fidelity measures makes it very 
difficult to judge quality control within or between studies. Further 
comparison analyses within the Pitschel-Walz et al. review [86] draw 
attention to some of the wide variations in the content and duration of 
programmes in recent years. It would seem that there has been considerable 
dilution of the potency of the family interventions in the large meta- 
analyses where there is no quality control. Categorizing studies into those 
lasting more or less than 10 weeks, they found that longer-term interventions 
were more successful than short-term interventions; and that more intensive 
family treatments were superior to a more limited approach (for example, 
where relatives were offered little more than brief education sessions about 
schizophrenia). When families were provided with an effective “dose” in 
terms of duration and intensity of intervention, the Pitschel-Walz et al. review 
[86] suggests there is some evidence of long-lasting effects from family 
treatment. Several studies found a significant difference remaining between 
the intervention and control groups at 2 years. The 5- and 8-year follow-up 
data of Tarrier et al. [69] demonstrated how durable are these effects. 
However, it must be emphasized that all the studies show that relapses 
increase with the number of years from termination of the intervention. 

The most recent meta-analysis by Pilling et al. [87] included 18 studies 
and its conclusions were in line with previous reviews in confirming the 
efficacy of family intervention for reducing relapse. It included a com- 
parison of single family and group family treatments, and found group 
treatments to have poorer outcomes in terms of the re-emergence of psy- 
chotic symptoms or readmission to hospital. They agree with previous 
reviewers [83] that the effects from family interventions have decreased 
over the years, and they suggest that this might in part be explained by the 
increased use of family group approaches (e.g., 75,79,80,88). However, they 
add that this may not be due to the group format per se, but rather due to 
other factors: the variable content of the group treatments; the fact that 
group treatments may have benefits unmeasured by the studies (e.g. on 
carer burden); or the fact that group treatments may have particular benefit 
for sub-populations. 

One of the criticisms of the family intervention studies has been their 
narrow focus on the end results of reductions in patient relapse and 
hospitalizations [83]. The inclusion of other outcome measures has been 
variable, and consequently there is usually inadequate systematic data such 
that can be subjected to meta-analytic review. The Pitschel-Walz et al. 
review [86] is more optimistic than the Pilling et al. review [87] in the 
conclusions that can be drawn about wider patient and family outcomes. As 
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regards patient outcomes, both reviews agree that there is some evidence of 
better medication compliance. The Pitschel-Walz et al. review [86] also 
asserts that there are indications of improved quality of life and better 
patient social adjustment in family-treated patients. Several studies have 
demonstrated that these improved outcomes are achieved with reduced 
costs to society (e.g., 63,69,73). 

As noted by Pilling et al. [87], the potential benefit for family members 
themselves from the interventions has received relatively little attention. It 
has to be remembered that, although the trials sought to reduce intrafamilial 
stress, improvement in patient outcomes and not family outcomes was the 
prime target. Where family burden was assessed as a secondary outcome, 
the results appear to be inconsistent. For example, among studies which 
have employed a similar intervention format—behavioural family therapy 
(BFT)—some (e.g., 64,89) reported reductions in family burden, while a later 
much larger one [90] found that BFT did not influence family burden. 
Szmukler et al. [91] identify three randomized controlled trials aimed 
specifically at carers [88,92,93], although with very brief interventions. 
These studies showed some advantages, although in terms of outcomes that 
are only indirectly related to distress and burden, such as knowledge and 
attitudes. The use of different measures makes comparisons between studies 
assessing carer outcomes problematic. A recent trial with a longer duration of 
intervention which did focus primarily on improving carer outcomes did not 
produce encouraging results [91]. A two-phased intervention with 6 family 
sessions followed by 12 relatives’ groups was compared with standard care. 
Engagement into the trial was poor, and the authors report that the carers’ 
programme did not offer any significant advantage on any of the outcome 
measures: psychological morbidity, negative appraisal, coping or support. 
Szmukler et al. [91] conclude that there is still uncertainty about the most 
effective interventions for carers of patients with psychotic disorders. 


Dissemination of Family Interventions in Routine Care 


In the UK and elsewhere, in recent years, there have been attempts to 
disseminate the benefits of family intervention in schizophrenia into routine 
service delivery. This has been largely through training programmes 
designed to provide clinicians, mainly community psychiatric nurses, with 
the knowledge and skills required to implement the family work (see 94 for 
a review of dissemination programmes). Despite the solid evidence base for 
the efficacy of family-based psychological treatment programmes in 
schizophrenia, and the efforts of the training programmes, the implementa- 
tion of family work in routine mental health services has been at best 
patchy. The consensus view in the literature is that family intervention 
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implementation faces complex organizational and attitudinal difficulties 
(e.g., 95-97), and insufficient attention has been paid to these in dis- 
semination programmes. In discussing the factors which might make the 
transference from research to practice difficult, Mari and Streiner [83] 
suggested that the requirements of durable service-oriented interventions 
may differ from those based on time-limited research models. In an attempt 
to demonstrate the effectiveness of family interventions in standard psy- 
chiatric settings which take account of these differences, a randomized 
controlled pragmatic trial was carried out [98]. The family intervention was 
based on the formal assessment of carer needs, and the programme was 
carried out by a clinical psychologist in conjunction with the patient’s key 
worker—thus, training was in situ. The fact that the intervention was found 
to be effective in reducing carer needs and in reducing patient relapse at 12 
months post-treatment [99] suggests that there are advantages in devel- 
oping dissemination models based within services. The need for changing 
the clinical practice of the whole service rather than training individuals is 
underlined in the work of Corrigan and colleagues [100-102]. However, 
difficulties arise not only from staff but also from carer reluctance to engage 
in family work. Several studies of community samples (e.g., 91,98,103) have 
shown that carer participation in family intervention is relatively low, with 
only 50% or so of carers taking up the offer of either a support service or 
family intervention [98], with possibly higher rates when help is offered at a 
time of crisis [104]. 


CONCLUSIONS 


This chapter has attempted to encompass the main themes and findings 
from research into families of schizophrenic patients that has taken place in 
the past 20 years or so. While a number of conclusions can be drawn, some 
areas are clearly in need of further research and development. 

It is now acknowledged that having a close relative who has a severe 
mental illness very often results in high levels of stress and perceived 
burden. The consequences of the caring role for relatives would seem to be 
influenced by a number of factors, including available support and the 
nature of the patient’s problems, but also by the relatives’ appraisals of the 
experience—the sense they make of the illness and the ways in which they 
perceive the symptoms and their own coping efforts. Despite the problems 
that relatives experience and the volume of research that has documented 
their difficulties, few studies have had the primary goal of helping these 
carers to reduce their distress, and those that have been conducted have by 
and large shown disappointing results. On the other hand, most of the 
family intervention work has been targeted at improving patient outcomes, 
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and studies have demonstrated clear gains for patients in terms of reduc- 
tions in relapses and hospitalizations, such that there is now robust evi- 
dence for the efficacy of family interventions in schizophrenia. However, 
the content of family intervention in evaluated studies has varied widely 
and there have been problems in the dissemination of the work into routine 
care. It would seem that successful family interventions require consider- 
able investment in time, skill and commitment, and since for many patients 
the effect is to delay rather than to prevent relapse, many patients and 
families will need long-term and continuing intervention. There are also 
strong indications that the adverse effects of stressful interpersonal inter- 
actions in schizophrenia are not confined to family relationships. It would 
seem that much that has been learned from EE research and family inter- 
ventions might usefully be transferred to work in improving therapeutic 
relationships with informal carers. 

Future work with families and staff might usefully focus on recent-onset 
patients. Work with relatives of recently diagnosed schizophrenia patients 
indicates that help needs to begin from the first onset of the psychosis [104]. 
It has been suggested that the issues facing a first-episode patient and 
family are different from those facing someone with a long-term illness 
[105]. For example, there is often more diagnostic uncertainty, which means 
that education about the condition needs to be more flexible. Family 
intervention work in early psychosis programmes has been recognized to 
be important but has received little evaluation. 

Dissemination and engagement issues in family work also need to 
continue to be addressed. Although many patients and families benefit 
greatly from the intervention programmes, a substantial number of families 
are hard to engage, and the implementation of family programmes within 
services presents many challenges. Finally, further work needs to be done to 
identify optimum techniques for changing family attitudes where problems 
are particularly complex, for example in schizophrenia and comorbid 
substance misuse. To date only one recent trial has evaluated a family- 
based component for this client group [107,108]. 
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INTRODUCTION 


Populations are ageing—there are proportionately more old people, and 
average life span is increasing. Improved standards of living through 
sanitation, nutrition and basic health care as well as advances in medicine, 
such as in cardiovascular disease, have resulted in the population living to 
an older age. Concurrently, falling fertility rates over the past century have 
resulted in a higher proportion of older people in the community. 

The consequences of these demographic changes are that there are more 
older people experiencing diseases of late life and disproportionately fewer 
younger people to care for them. In Australia, the dementias, of which 
Alzheimer’s disease (AD) is the most common type, are set to become the 
leading cause of disease burden among women within the next dozen years 
and the fifth leading cause in men. Unless a cure or prevention is found, 
there will be a massive increase in the numbers and percentage of the 
population with dementia over the next 50 years [1]. 

When a person is diagnosed with dementia, it is rarely just one person’s 
illness. The effects are felt throughout families, friends and the community. 
This chapter focuses on the impact of dementia on informal caregivers, 
usually family, sometimes friends. 


DEMENTIA 
Definition 


Dementia is defined as loss of memory and at least one other cognitive 
function leading to impairment in occupational and/or social functioning 
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which represents a decline from previous levels of function [2]. More 
succinctly, it can be defined as a global impairment of memory, intellect, 
behaviour and personality [3]. 

There are well over 100 causes of dementia, but the breakdown of causes 
is uncertain. Rates vary according to region, diagnostic method, population 
studied and definitions used. Also definitive diagnosis, which depends on 
post-mortem examination, is limited by small sample sizes in autopsy 
surveys. AD accounts for 55-70% of cases of dementia in developed 
countries. About half of those with AD pathology have concomitant 
cerebrovascular disease or have cortical Lewy bodies. Pure vascular 
dementia (VaD) may account for 10%, mixed AD and VaD for 15%, Lewy 
body dementia for about 15%, fronto-temporal dementias for about 5%, and 
other causes are less common [4]. In some Asian countries, such as Japan, 
the proportion with VaD is higher. 

This chapter will focus on AD as the prototype for dementia. As the 
experiences of caring for a person with AD and caring for other forms of 
dementia are broadly similar, AD provides a convenient prototype for 
considering the effects of dementia on families. Differences specific to 
different dementias will be highlighted in the chapter. Studies specific to 
AD are indicated as such; otherwise research includes a heterogeneous mix 
of different types of dementia. 


Prevalence 


Dementia affects 6% of those 65 or older and 20% of those aged 80 years. 
There were estimated to be 25 million people with dementia worldwide in 
2000. This number is projected to increase to 63 million in 2030 and to 114 
million in 2050, with 41 million in less developed regions [5]. AD accounts 
for approximately 50% of those with a dementing illness, though mixed 
forms of dementia, e.g. AD plus VaD, may increase this to 70%. Symptoms 
of AD are frequently confused with other forms of dementia, age-related 
changes, depressive illnesses, stroke and Parkinson’s disease, leading to 
delayed diagnosis or misdiagnosis [1]. As a consequence, the incidence and 
prevalence of AD may be even higher. 


Clinical Course of AD 


AD has an insidious onset and gradual progression, typically over 8-12 
years from onset of symptoms to death. The inevitable progression of the 
disease tends to be gradual, but variable between and within individual 
patients [6]. As people are living longer and healthier, as pharmacological 
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treatments have become available, and as public awareness has increased, 
people are presenting earlier with symptoms of memory loss, and dementia 
is being diagnosed earlier [7]. An understanding of the predicted course of 
AD and realistic expectations of effects of treatment [8] can assist families 
to plan more effectively for the increasing demands which lie ahead. It is 
convenient to consider the clinical progression of AD as occurring over 
three stages. 


Early Stage 


In the early stages of AD, persons with the disease experience difficulties 
with short-term memory, learning and language (such as word finding). 
Personality changes, which can be subtle, such as increasing rigidity or 
coarsening, are often recognized in retrospect as early signs. Working 
memory, remote memory and implicit memory functions are initially 
affected, although to a lesser extent than new learning and recent 
declarative memory. Complex concepts may be difficult to understand. 
Patients with AD can usually express themselves quite well in the early 
stages of the disease; however, closer examination may disclose object 
naming and semantic difficulties as well as reduced vocabulary, fluency 
and expressive language. Spatial disorientation can lead to driving 
difficulties and constructional apraxia may be evident on drawing tasks. 
Depressive symptoms may present in the earlier stages of dementia as the 
patient typically has some awareness of the functional losses associated 
with these changes. The progression of AD is associated with the loss of the 
abilities to understand concepts, make informed judgements, calculate, 
read, write and, eventually, sign one’s name. Remote memory is compara- 
tively preserved, but will be affected in time. Judgement and abstraction 
often show signs of impairment early in AD whereas interpersonal skills 
and social behaviours can remain relatively intact well into the disease 
process. 


Middle Stages 


As the dementia progresses, there is a gradual decline in memory and other 
cognitive functions. The gradual loss of competency in instrumental 
activities of daily living, such as the abilities to operate machinery or a 
telephone, to manage finances or to be compliant with medication, requires 
the family caregiver to take on a greater role in daily supervision. Patients 
appear to live in the past, as the impairment of recent memory becomes 
increasingly significant. Deterioration in the areas of communication, logical 
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reasoning, planning and organizational abilities is substantial. Insight into 
the condition and the ability to recognize familiar faces are lost during this 
stage in the disease process [9]. Behavioural changes (aggression, catastro- 
phic reaction, wandering) and psychiatric complications (delusions, halluci- 
nations and misidentification syndromes) typically come at this stage. 


Late Stages 


The person with AD requires assistance with basic activities of daily living 
such as bathing, dressing, toileting and eating, as almost all cognitive 
functions are seriously impaired. Paradoxically, family caregivers often find 
this stage somewhat easier as the demands become increasingly physical in 
nature and the emotional strain lessens. Patients may misunderstand 
aspects of their environment or nursing interventions and this can lead to 
increased aggression and agitation. Ultimately motor disturbances, double 
incontinence, immobility and physical wasting occur. The primary causes 
of death in AD are pneumonia, myocardial infarction and septicaemia [9]. 


FAMILY AS CAREGIVERS 


There is a maxim that when a person is diagnosed with dementia, there is 
(almost) always a second patient. This is the family caregiver. 


Who Are the Family Caregivers? 


The terms caregiver, carer and caretaker are variously used to describe the 
person providing the day-to-day instrumental and emotional care of 
the person with dementia. Caregiver is the term most commonly used in the 
USA; in the UK and Australia carer is more the norm. Some authors, in 
order to distinguish professional or formal caregivers from family 
caregivers, call the former group carers. We will use the term caregivers 
to refer to family caregivers, who are the focus of this chapter. The care 
recipients, or patients for the purposes of this chapter, are dependent, 
disabled and mentally impaired persons with dementia, most commonly 
AD. Much of the literature on caregivers does not distinguish between 
caring for a person with dementia in general and AD in particular. 

Many family caregivers of people with dementia are spouses, with 
reports ranging from 30% to 60% [10,11], with about 75% of these being 
wives [10,12]. Other family caregivers include adult children and their 
partners, who make up about a third of caregivers, although this proportion 
is higher in countries such as China, Hong Kong and India [13-15]. 
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Daughters are far more likely to be primary caregivers than sons [16], 
outnumbering them in a ratio of about 4:1 [17]. Similarly, caregiving often 
falls to daughters-in-law, particularly in countries such as Korea, Hong 
Kong, Japan and India [13,15,18,19]. 


Patterns of Care 


In one survey, primary caregivers caring for persons with dementia at home 
had been doing so for an average of 3.7 years, and those caring for 
institutionalized patients had been doing so for an average of 6.3 years [20]. 
The length of time that a person with AD is cared for at home will 
potentially increase with improved education for family caregivers, 
pharmacotherapy and community services, and with more stringent criteria 
for nursing home admission. Families provide almost 10 hours per day of 
care or 286 hours per month for those persons with dementia still living at 
home, but slightly more than 1 hour per day or 36 hours per month after the 
person has entered nursing home care [20]. 

Approximately 4% of persons with dementia live alone [11]. Persons 
living alone are less likely to have a caregiver, and are more inclined to 
earlier institutionalization [21,22]. The caregiving role varies considerably if 
the family caregiver is providing care remotely rather than living with the 
person with dementia. Caregivers who are spouses almost always live with 
the patient, whereas adult children tend to live separately. 

The concepts of care providers and care managers [23] are useful when 
considering the role of families in the care of the patient with AD. The 
former provide daily supervision, including hands-on care such as personal 
hygiene, financial management and housework tasks, as well as super- 
vision of medication and diet. In contrast, care managers arrange for others 
to provide care. This can include domiciliary nursing care to assist with 
medications and personal hygiene, community services to provide 
companionship and outings, daily meal delivery, transport to appoint- 
ments, and an accountant to provide financial management. Spouses tend 
to be care providers, whereas adult children, friends and other relatives 
tend to be care managers. As a rule, care managers are more likely to set 
realistic limits, delegate tasks and take an objective approach to the role 
[24]. Consequently, care managers tend to be less personally involved and 
experience less psychological distress. Care providers, despite experiencing 
greater distress, will generally continue caring for much longer. 


Cultural and Ethnic Variations in Caregiving 


Cultural differences are evident as to which of the family members assume 
the caring role. In the USA adult children are less likely to be close at 
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hand to provide care when a parent develops AD, due to the mobile nature 
of that society. Moving the person with dementia away from his or her 
long-term home to live with the adult child, however, often has a detri- 
mental effect on orientation and overall functioning. In the USA there is 
evidence that Caucasian, African American and Hispanic caregivers differ 
in the manner in which they cope with the caring role [25-31]. In Japan, the 
wife of the eldest son is traditionally responsible for the care of ageing 
parents. 

In developing countries and in many rural settings, an extended family 
network typically provides care. Older parents may be left stranded when 
harsher economic conditions in rural economies lead to adult children 
migrating internally to larger cities or when professional adult children go 
abroad to further their economic and career prospects. Additionally, older 
people may incur financial hardship when confronting the need to care for a 
spouse with AD. Although they may have adequate capital assets in the 
family home, they may have limited income. 

Cultural or ethnic affiliations also influence the manner in which family 
caregivers approach and view the caring role and the ensuing responsi- 
bilities. As an example, the extended family typically takes on the care of 
persons with dementia in African American communities [25,26,30] and 
American Hispanic communities [27,31], especially in lower socio-economic 
groups. In some cultural groups, such as African American and Asian 
American communities, placing an elderly relative in residential care is 
considered abandonment and therefore unthinkable, in spite of the extreme 
burden on the family caregiver [25,28,29]. Although minority group care- 
givers were found not to have greater support than whites in the USA [32], 
the caregiver’s role was perceived more positively, caregiving tasks were 
regarded as less subjectively stressful and their effectiveness as caregivers 
was rated more highly by African American caregivers when compared to 
Caucasian caregivers [33,34]. Lower levels of depression and subjective 
burden, as well as greater acceptance of the restrictions on recreational 
activities, were reported by African American caregivers than Caucasian 
caregivers [35-37]. Additionally, African American caregivers tend to use 
religion and prayer as coping strategies, and view God as an essential part 
of their support system [25,38]. 

In developing countries, levels of caregiver strain appear at least as high 
as in the developed world, despite the extended family care structure [39]. 
There is less co-resident caregiver burden where there are more family 
members residing in the same household [39]. 

The beliefs and values of different minority groups can furthermore affect 
the way family members appraise and understand dementia, and therefore 
manage it. Some cultures hold the belief that behaviours associated with 
dementia are consistent with ageing, rather than a disease process, and 
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therefore may evoke little concern until symptoms are quite advanced [31]. 
In other cultures, symptoms such as confusion, disorientation and memory loss 
may be viewed as signs of “craziness” [28]. A cross-national European study 
found that 2.0% of caregiver burden was explained by perceived negative 
social reactions [40]. Even recently, Mittelman et al. [41] reported that 5% of 
caregivers considered aberrant behaviours could be avoided if the patient 
“put his mind to it”; 4% believed the patient was doing it deliberately to get 
his own way; 7% believed the patient was always like that; and 12% believed it 
was a normal part of ageing. Only 71% saw it as part of the dementia. 

As well as ethnic and racial minorities, other groups deserving of special 
considerations include rural families providing care in service-poor regions, 
long-distance caregivers, and gay and lesbian caregivers who are navi- 
gating discriminatory care arenas [42]. 


Power of Attorney, Guardianship and Living Wills 


Caregivers play a critical role in the financial and legal affairs of the person 
with dementia. The person with AD will typically lose competency during 
the middle stages of the disease process. Financial management, enduring 
or durable power of attorney, enduring (or durable) guardianship, advance 
directives (also called living wills) and wills should be considered while the 
patient retains competency. If these matters are ignored in the early stage of 
the disease, more complex legal arrangements become necessary once the 
dementia is at an advanced stage. The possibility that the primary caregiver 
may suddenly take ill or even pre-decease the patient with AD should be 
canvassed. For example, many couples have mirror wills and, should the 
caregiver die suddenly, the patient may be unable to act in the capacity of 
executor. Obtaining enduring power of attorney earlier can avoid subse- 
quent lengthy court proceedings required to obtain legal guardianship. In 
many jurisdictions it is possible to arrange enduring guardianship and to 
provide for advance directives which only come into effect when the person 
with AD loses capacity. Preparations enacted prior to this stage in the 
disease process can prevent future problems. These important topics should 
be discussed with the patient and family, both separately and together, to 
facilitate harmonious decisions. 

Informed consent requires a person to understand the treatment offered 
in respect to its likely benefits and adverse effects, to be told about 
alternative treatments and to be able to convey a decision to the treating 
doctor. The level of understanding required varies with the complexity and 
potential danger of the treatment, e.g. antibiotics for an infection versus 
cardiac transplantation. As dementia progresses, treatment interventions 
and the use of medication will require proxy informed consent from the 
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person responsible, usually the family caregiver. Legal requirements for 
consent to medical treatment vary according to jurisdiction. Often there is a 
hierarchy, with the person closest in the caregiving role deemed to be the 
person who can give informed consent. In many jurisdictions, if the person 
with dementia refuses a treatment, only a judicial body such as a Guardian- 
ship Tribunal can provide consent. 

Rules for testamentary capacity are fairly similar in most Anglophonic 
countries, namely that the person must know the extent of his or her estate, 
know who are the potential beneficiaries, be able to judge and weigh up the 
relative benefits to be conferred, be free of undue influence and not have his 
or her judgement poisoned by delusions or hallucinations. Reliable and 
independent assurance is required where a person’s capacity is question- 
able. A legal duty of care may exist to protect the patient with dementia 
from the influence of those who could exploit them [43]. No such duty, 
however, affords the potential family beneficiaries protection from unrea- 
sonable decisions that the patient may make when affected by strong beliefs 
and emotions. Although capacity should be questioned when the person’s 
attitude appears to be based on impaired thinking, professional judgement 
dictates the extent to which lawyers, doctors and/or accountants might 
examine the convictions that are prompting a decision. It is possible for 
professionals inexperienced in dealing with those with dementia to be 
inadvertently misled by their credible presentation and seemingly reason- 
able justification for any lapses. The patient’s genuine lack of insight makes 
the situation all the more plausible. 


EFFECTS OF CAREGIVING 


Positive Aspects of Caregiving 


Family caregiving has been associated with altruistic and spiritual benefits, as 
well as positive emotions such as feelings of satisfaction, a sense of meaning, 
and the pleasure of having been of service to the person with dementia [44-48]. 


Psychological Stress 


There has been a great deal of research into the well-being of caregivers for 
the patient with AD. As with caregivers of other groups of those with a 
mental illness, caregivers of people with dementia have increased psycho- 
logical morbidity [10,49-53] and levels and rates of depression [33,52,54— 
57]. 
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Rates of major depression and minor depression meeting Research Diag- 
nostic Criteria among caregivers seeking help have been reported at 26% 
and 18%, respectively, with lower rates among non-help-seekers (10% and 
8%, respectively) [58]. Other studies have reported casenesses for depres- 
sion in dementia caregivers at 29.4% using the Geriatric Mental State (GMS) 
AGECAT [59], and 41.7% using the Geriatric Depression Scale [56]. 


Physical Health 


Caregivers of people with dementia have poorer physical health [54,60-62] 
and decreased immunological competence [63,64] than non-caregiver con- 
trols. A meta-analysis of 23 studies found a slightly greater risk of health 
problems in dementia caregivers [61]. Pre-existing conditions, such as 
hypertension, are more likely to be exacerbated by the caregiving role, and 
these psychological and physical morbidities ultimately result in increased 
use of health services [65]. Caregiving has also been associated with a 
higher mortality rate [66]. 


Social Effects 


Dementia caring is doubly isolating, as friends and some family members 
withdraw when they feel unsure as to how they should approach the 
forbidden subject of AD, become uncomfortable with the patient’s failing 
communication and feel embarrassed by the person’s behaviours. As the 
disease inevitably progresses, a greater focus on the caregiving role is 
required and subsequently restrictions for the caregiver increase in the 
areas of employment, leisure, friendships and socialization [67]. 


Financial Costs 


Because the majority of patients with AD are cared for in the community by 
family members, the greatest cost is that associated with informal care 
provision. Significant financial costs to families arise, both directly and 
indirectly, in caring for the person with AD. Direct costs are incurred 
through the need for medical consultations, investigations and pharma- 
ceuticals, as well as personal, nursing and/or residential care. Indirect costs 
arise out of the loss of the patient’s and/or family caregiver’s earning 
potential [1]. The total indirect and direct costs of caring for a person with 
dementia at home and in residential care have been estimated as similar 
[68], although direct residential care costs are significantly higher. The 
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majority of the expenses for patients living at home, however, are borne by 
their families [68], whereas in many countries the cost of residential care is 
paid in part by the government. An Australian report estimated the cost of 
informal care at 32% of the total care cost [69]. 

According to a study of US families caring for a person with dementia, 
the equivalent of $18 200 was spent annually [70]. Of the families surveyed, 
80% reported average out-of-pocket expenditure at $2088 (14% of total) with 
the greater share (US $11560 or 59%) attributed to the primary caregiver's 
time spent in providing care. The US National Longitudinal Caregiver 
Study examined informal caregiving costs for elderly community-dwelling 
veterans with dementia. An annual cost was estimated in relation to the 
value of caregiving time, caregivers’ lost income, caregivers’ out-of-pocket 
expenses and caregivers’ excess health costs, indicating a total of US$18 385 
in 1998 dollars. According to Moore et al. [71], the greater part of this cost 
was due to caregiving time, excluding typical household tasks ($6295), and 
caregivers’ lost earnings ($10 709). 


Predictors of Stress in Caregivers 


Predictors of stress can be divided into dementia, caregiver, relationship and 
environmental variables, which all interact. Thus, the cognitive and functional 
decline and behavioural disturbances that accompany dementia impose an 
objective burden on the caregiver. Some caregivers may handle this burden 
relatively easily; others experience subjective burden or strain which may 
manifest itself psychologically, physically, socially or financially, as has been 
described earlier. Exacerbating and protective factors mediate the level of 
strain experienced by the caregiver. For example, a person with dementia 
becomes incontinent of urine, i.e. an objective burden. One caregiver regards 
this as a catastrophe, becomes exasperated and despondent, i.e. experiences 
great subjective burden and psychological strain, and arranges institutional 
care. Another caregiver, knowing that this was a likely development, has 
sought advice, devised strategies to minimize the incontinence such as 
regular toileting and use of pads, and is little bothered by it. 


Dementia Variables 


The most consistent finding in relation to caregiver stress is the strong 
association between disruptive behaviours and caregiver distress. Despite 
differences in outcome measures, methods of assessing behavioural disturb- 
ances, populations and participating countries, robust findings consistently 
indicate that behavioural disturbances account for approximately 25% of the 


FAMILIES OF PEOPLE WITH DEMENTIA 35 


variance in caregiver psychological distress [12,72—74]. Behaviours associated 
with caregiver distress include incontinence, immobility, nocturnal wander- 
ing, proneness to fall, inability to engage in meaningful activities, communi- 
cation difficulties, sleep disturbance, loss of companionship, disruptiveness, 
constant demands and aggression [10,49,52,75]. 

Functional decline is significantly correlated with restricted caregiver 
activity and increased caregiver burden [76] but not with depressive 
symptoms [62,76]. Haley et al. [62] found that the patient’s ability to perform 
instrumental activities of daily living was highly correlated with the care- 
giver’s depression score, but not with life satisfaction or self-rated health 
problems. Interpreting the association between patient functional status and 
caregiver health is confounded in that patients who have declined 
functionally are more likely to exhibit behavioural disturbances. Caregiver 
stress or burden appears unrelated to duration of dementia or to level of 
cognitive decline once allowance is made for behavioural disturbances. 
Reported analyses have not always made allowance for the strong effect of 
behavioural disturbances on caregiver health [10,12,49,52,72-75]. 

Little evidence exists that any one type of dementia is associated with 
more psychological stress in family caregivers than another. Similar levels 
have been reported in caregivers of patients with AD and VaD [77,78] and 
AD and Lewy body dementia [79]. However, given the higher rate of 
behavioural disturbances in fronto-temporal dementias and Lewy body 
dementia, caregivers of patients with these conditions may well have higher 
levels of stress. Where VaD has had a sudden onset, e.g. after a stroke, the 
lack of warning and abrupt change in circumstances may have an even 
more devastating effect on caregivers [80]. 


Caregiver Variables 


Spouses, females and care providers experience greater levels of subjective 
burden than their counterparts [54,81,82]. The spouses of younger patients 
may have even higher levels of stress [83]. 

How the caregiver appraises the situation and deals with it will influence 
the outcome for the caregiver (see 84 for a review). Effective coping 
techniques can help to moderate caregiver distress [85] and possibly 
enhance the quality of life for the person with AD. Problem-focused 
strategies such as reframing, problem solving and expanding the social 
network have been associated with improved life satisfaction, decreased 
caregiver burden and lower depression levels [85]. By contrast, emotion- 
based responses such as wishfulness, acceptance and fantasy are associated 
with greater caregiver distress [86]. Immature coping strategies and neurotic 
personality style tend to be associated with increased caregiver burden, 
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decreased life satisfaction and higher levels of depression [87]. It is proposed 
that depression in caregivers possibly leads to the adoption of less effective 
coping styles, which may then further perpetuate the depressive illness. 


Relationship Variables 


Unsatisfactory premorbid relationships are more often associated with 
distress in caregivers of those with AD [10]. This may accompany the 
breakdown in communication between family members, the increase in 
tension, the loss of companionship, the loss of a confidant(e), the increase in 
economic and household responsibilities, and the loss of sexual intimacy 
[81,88,89]. Marital satisfaction reportedly deteriorates significantly with the 
increasing demands of the caregiving role [10]. An association has been 
found between expressed emotion and distress in the daughters of people 
with dementia [90]. 

Continuing cognitive and physical dependence necessitates the restruc- 
turing of family relationships, often with the loss of reciprocity on the 
patient’s part. For the primary caregiver, providing care and supervision 
ultimately prevails over most aspects of the relationship. Such changes in 
the premorbid relationship between family caregivers and the person with 
AD can further exacerbate a stressful situation. The shift in the relationship 
between caregiver and patient can lead to role conflict. For example, cast in 
the role of surrogate mother, the wife feels trapped and resentful, but 
suppresses her negative thoughts, guiltily chastising herself. Sexual intimacy 
may be lost as the person with dementia loses interest or initiative, while the 
caregiver feels too stressed or no longer views the patient as a sexual partner. 
Sometimes the reverse holds and the patient becomes disinhibited and makes 
excessive demands on his wife. Caregivers who are children of the person 
with dementia can struggle emotionally with the ultimate role reversal 
imposed by the advancing disease process. Secondary role strain may 
occur, where the caregiver, usually a daughter, “the woman in the middle”, 
finds herself caught between the demands of caring for a dementing parent 
and satisfying the needs of her husband, children and work. 


Environmental Variables 


The proximity, or the amount of contact that caregivers have, with the 
patient influences the effects on them. Propinquity increases the level of 
caregiver burden—those caregivers who live with the person with dementia 
have higher levels than those who live apart or where the care recipient is in 
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residential care. These caregivers in turn have higher levels of psychological 
morbidity than caregivers whose care recipients have died [10,91]. 

Support plays a complex role. Informal supports, i.e. from family and 
friends, are more likely to be helpful than support from professionals. 
Measurement of support is not straightforward—merely counting the 
number of contacts is too crude. For example, other family may be visiting 
but, far from being supportive, offer criticism, uninformed advice and even 
negative comments, all of which can be extremely hurtful to a family 
caregiver struggling to cope. Correlations between levels of support and 
psychological morbidity can be negative if the support is effective, positive 
if stressed caregivers are calling for help or neutral if both effects are in 
operation. 


Families with Special Problems 


Additional isolation, beyond that usually experienced by others in this role, 
tends to impact on specific caregiver groups [8]. Migrants with AD may be 
doubly isolated by culture and language and are less likely to access 
services, particularly in relation to mental health [92]. A person with AD 
tends to lose acquired languages first. Reliance on a first language poses 
significant difficulties when and if integration into mainstream care be- 
comes necessary. Also, migrant groups may seek medical attention only 
once complications develop or when the disease is more advanced. For 
example, patients from non-English-speaking backgrounds attending a 
memory clinic in Australia were more severely demented and had 
increased rates of psychiatric disorders than comparison patients [93]. 

Indigenous people also tend to have poorer health, inferior health 
services and more difficulty accessing services. Within their cultural 
context, dementia may not be recognized as an illness [94]. 

Younger people with dementia encounter special problems, as they are 
more likely to be still working, to have school-age children at home, to have 
heavier financial commitments, to have greater concern about heritability, 
to have more difficulty obtaining a diagnosis and to have greater difficulty 
integrating with mainstream services [83,95]. 

Patients with AD who are professionals or prominent citizens often find it 
difficult to accept community and residential services. Persuading such 
patients that they are no longer able to continue working can be a particular 
problem. Where couples dement, problems are more than doubled, because 
of the lack of an informant to obtain a history, a caregiver to assist in 
management or anyone to compensate for the patient’s cognitive losses. 

Feelings of obligation and reciprocity in a relationship are not as well 
developed in second marriages. Resentment and disagreement can arise 
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when children from a previous marriage hold different views on care 
management, particularly with regard to financial decisions. Some service 
providers may be challenged by the need to provide services to same-sex 
partners where one is dementing [42]. 

The behavioural manifestations and resultant caregiver stress associated 
with advancing dementia can potentially lead to elder abuse in families. 
The risk of a physically abusive episode occurring in relation to individuals 
with AD may be as high as 225% greater than in other people living in the 
community [96]. Abuse can encompass infliction of mental anguish, use of 
physical force, financial exploitation and/or deprivation of basic necessi- 
ties. Contributing factors are caregiver stress, caregiver depression, poor 
premorbid relationship between caregiver and patient, vulnerability and 
disempowerment of both patients and caregivers, as well as lack of demen- 
tia education, professional supports and respite [97,98]. Recognition of 
stressors related to dementia caregiving, recognition of the caregiving role 
in the delivery of services, greater flexibility in service provision, improved 
access to information about services and powers of attorney, government 
lobbying, dementia education, and increased public awareness are 
important in the prevention of abuse [98]. Sometimes the abuse occurs in 
the reverse direction, with the patient abusing the family caregiver, usually 
in conjunction with psychiatric complications or interpersonal conflicts. 


HELPING FAMILIES CARE THROUGH THE STAGES OF 
DEMENTIA 


Strategies by Stages 


The management provided for caregivers of the person with AD should be 
structured according to the current stage of the disease and tailored to their 
individual circumstances and needs. When assessment is sought initially 
and a diagnosis provided, the family require time, information and support 
to adjust to the news. The manner in which the family and the patient are 
informed and the information provided, at the initial and progressive stages 
of the disease process, can impact significantly on their capacity to adjust to 
the diagnosis [7]. Planning is necessary at this stage in light of the potential 
practical, financial and legal consequences to follow. 

In the middle stages spousal caregivers, in particular, describe the loss of 
a companion and the absence of a partner with whom to share communi- 
cation and decision making. Decreasing cognitive abilities with the subse- 
quent increasing dependency and need for supervision place significant 
demands on family caregivers at this point. Aberrant behaviours start to 
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appear more commonly and with greater severity, further distressing the 
caregiver. 

As the person with AD becomes progressively unable to articulate his or 
her needs or indicate a source of discomfort, the caregiver assumes greater 
responsibility for the patient’s general health and well-being. In the later 
stages, the maintenance of nutritional status, medication compliance, 
hydration, exercise, regular elimination, personal hygiene, mobility status 
and medical review become increasingly dependent on the caregiver. The 
high level of nursing care required in the terminal stage of the disease is 
often beyond the capacity of family caregivers and nursing home admission 
is typically necessary, although the financial costs of residential care can be 
a strong disincentive to seek placement. 


Behavioural and Psychological Symptoms and the Effect on 
Families 


Patients with AD may present with many different types of behavioural 
and psychological signs and symptoms. Effective management of AD 
requires an understanding of the non-cognitive manifestations of the illness 
as these will generally cause greater caregiver distress than the loss of 
memory and other cognitive functions [67]. Behavioural and psychological 
symptoms of dementia (BPSD) can also contribute to a poorer prognosis 
through earlier institutionalization and reduced functioning than that 
which is due to the disease alone. BPSD can include depression, delusions, 
hallucinations, misidentification syndrome, aggression, wandering, scream- 
ing, sleep disturbance, agitation, apathy, disinhibition and eating dis- 
turbances. The association between BPSD and elder abuse is an obvious 
concern. 

Approximately one third of patients with AD will experience delusions at 
some point during the disease process, with the most common being related 
to theft or infidelity on the caregiver’s part [99]. Hallucinations are typically 
auditory or visual in nature and are likely to occur in one quarter of those 
diagnosed with AD. Misidentification of environmental information tends 
to present in approximately one third of patients. Characteristic presenta- 
tions of misidentification syndrome include believing that a familiar person 
is an imposter, believing that the face in the mirror is a stranger, 
misidentifying television events as real, and believing that a boarder is 
staying in the home [100]. 

Aggressive behaviours are considered to be the most severe non- 
cognitive symptoms of AD and other dementias, as they cause significant 
distress for the caregiver, family members and the patient [101]. Manage- 
ment of the aggression through behavioural and socio-economic strategies 
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should be considered initially. Identification of environmental triggers can 
potentially avoid precipitants for the behaviour. Where indicated, pharmaco- 
logical intervention in combination with behavioural/environmental 
methods can reduce aggressive behaviours. 


Residential Care and the Family 


Patients with dementia who have a co-resident caregiver reportedly have a 
20-fold protective effect against permanent admission to residential care 
[102]. Caregiver psychological distress, financial difficulties and family 
problems have been consistently associated with institutionalization 
[24,103-105]. While older family caregivers have a greater tendency to 
institutionalize the person with dementia [105], spouses who are caregivers 
are less likely to institutionalize partners with dementia than children. 
Research indicates that behavioural disturbances, as well as the severity 
and rate of progression of the illness, are significantly associated with the 
probability of residential care admission [104,106,107]. 

Family caregivers can continue to play an important role in the care of the 
person with AD after admission to residential care, particularly during the 
initial period of transition. Family members are often well placed to inform 
staff of the patient’s specific care needs, previous routine, social history, 
support network and any potentially disruptive behaviours, as well as 
proven strategies to assist in the management of the disease manifestations. 
Encouraging caregivers to do so may assist them in dealing with their own 
response to the admission of their relative into residential care, as making 
this decision frequently induces severe guilt. Institutionalization of a person 
with dementia may lead to feelings of failure on the caregiver’s part and a 
high prevalence of depression [108]. Open discussion and consultation with 
family members to facilitate a joint decision can help to moderate strong 
emotions in the primary caregiver. Equally, the decision to institutionalize 
the person with AD can produce conflict between family members. 

Family caregivers may also need encouragement to gradually re-engage 
in activities that they have previously forgone due to the increasing 
demands of the primary caring role. The health of former caregivers 
showed significant improvement following the cessation of caring for a 
person with dementia at home [109,110]. Former caregivers also attended 
medical appointments more often after they ceased caring, possibly because 
they had more time to attend to their own needs [110]. 


Death of the Patient and the Effects on Family 


Families are often required to make ethical decisions with regard to 
terminal care in the patient’s final stages of AD. Families may need to 
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consult about end-of-life decisions such as whether to initiate enteric 
feeding devices or active antibiotic treatment for inevitable infections. Some 
caregivers report considerable relief at the death of the person with 
dementia, as they felt that death finally provided a release from suffering 
for the patient [108]. This is not the case, however, for others, particularly if 
the caring role has dominated their life for some years. 

Bereavement support is very important for those caring for individuals 
with dementia and not often available in long-term care facilities [111]. 
Family members may need to make decisions regarding post-mortem 
examination prior to the patient’s death and these should be considered in 
advance to facilitate expeditious arrangements and minimise exacerbation 
of the family’s grief. 


Hospital Admission/Acute Care and the Family 


People with dementia admitted to hospital often have a marked increase in 
their confusion because of the change of their routine and their environ- 
ment, excessive stimulation, and the appearance of many busy strangers. 
Furthermore, delirium is very common, usually resulting from the illness 
which has precipitated admission. The family caregiver has a critical role in 
mediating between the hospital system and the patient. A collaborative 
approach to treatment and discharge planning can lead to a more 
satisfactory outcome and the reduced likelihood of readmission. 


Caregivers and Research 


Caregivers often initiate participation in drug trials and usually patients 
turn to their caregivers for advice. Occasionally family enthusiasm to 
participate in research is met by patients’ reluctance, which can generate 
conflict between them and their caregivers. Caregivers play an important 
and necessary role in the informed consent procedures, providing 
substitute (or proxy) consent, and in monitoring drug efficacy and adverse 
effects. Finally, there is growing recognition of the importance of measuring 
the effects of anti-dementia drugs on the caregivers themselves as 
secondary beneficiaries of intervention [112]. 


CAREGIVERS AND INTERVENTIONS FOR AD 
Psychosocial Interventions 


While it is generally recognized that for pharmacological treatment there 
are indications and contraindications, side effects, latency periods for onset 
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of action, limited duration of need and the necessity for review, these same 
important considerations are not always applied to psychosocial interven- 
tions [67]. Psychosocial interventions are cost effective in that they have the 
capacity to reduce caregiver distress and delay nursing home admission 
[112]. Such interventions can include education, legal and financial infor- 
mation, counselling, family support, medical and allied health care as well 
as respite care. The same attention and individualized assessment are 
indicated in the prescription of psychosocial interventions as in the 
prescription of drug therapies. 

Information provision, education and support groups alone have limited 
efficacy in reducing dementia caregiver stress [113], but other caregiver 
interventions such as counselling, skills training and cognitive-behavioural 
therapy have been shown to reduce caregiver stress or burden [41,56,114— 
119], improve physical activity levels [120] and increase immune response 
[63]. A sustained reduction in depression for more than three years has also 
been observed in caregivers receiving an enhanced counselling and support 
intervention [121]. 

A meta-analysis of 30 studies of psychosocial interventions with demen- 
tia caregivers found that there were significant benefits in caregiver 
psychological distress, caregiver knowledge, any main caregiver outcome 
measure and patient mood, but not caregiver burden [101]. Four of these 
studies demonstrated that interventions delayed nursing home admission. 
Common elements of successful programmes were involvement of the 
patient as well as the dementia caregiver; involvement of the whole family, 
not just the primary caregiver; intervention of sufficient duration and 
intensity and, anecdotally, having consistency and flexibility when helping 
the caregiver [101]. Other reviews have confirmed the efficacy of caregiver 
interventions, though it may be that caregivers of the elderly with stroke, 
mental illness or physical disability demonstrate a greater benefit from 
interventions than dementia caregivers [122]. 

Caregivers’ reactions to problem behaviours associated with advancing 
dementia have also been shown to influence their distress significantly. 
Compared to caregivers in a control condition, caregivers receiving a multi- 
component counselling and support intervention reacted less negatively to 
problem behaviours over time despite the actual frequency of behaviours 
increasing. Interventions designed to increase caregivers’ coping strategies 
may effectively change their appraisal of the stressors associated with 
caring for a person with dementia [41]. 

Such interventions also offer beneficial effects for the person with 
dementia. For example, behavioural management training provided to 
caregivers of people with AD and comorbid depression, in a randomized 
controlled trial, led to a reduction in depression in both the caregiver and 
the person with dementia [123]. Additionally, Teri et al. [124] found that 
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home-based exercise training for patients, in combination with training in 
behavioural management techniques for the caregiver, resulted in improved 
physical health and depression in patients with AD over a 2-year period. 


Support Services 


National AD associations or societies advocate on behalf of those with de- 
mentia and their caregivers throughout most developed countries and in 
many developing countries of the world (link through Alzheimer’s Disease 
International, www.alz.co.uk). Alzheimer’s associations are consumer 
organizations that offer information, training and support for caregivers 
of people with AD and other dementias. The role of the associations may 
also include lobbying for government funding, local awareness campaigns 
and securing funding for research. The substantial growth of these 
organizations has helped to highlight the impact of the disease on families, 
along with the ensuing economic and social implications [112]. Local 
Alzheimer’s associations can also provide library services, Internet access, 
confidential counselling and specific training courses. 

Alzheimer’s associations run local support groups for caregivers of 
people with AD and other forms of dementia. A professional leader and/or 
a peer caregiver typically facilitates the support group, while computer and 
telephone networks can offer support to isolated caregivers in rural and 
remote areas. As patients are diagnosed earlier, services are becoming 
available for the person with dementia in tandem with those for the 
caregiver. The Dementia Advocacy and Support Network (www. dasninter 
national.org) offers an international computer-based support group for 
people with early-stage dementia [125]. 

Although support groups and self-help groups are not appropriate for all 
caregivers, families should be provided with the information to enable them 
to try this avenue of support as part of their management plan. Failure to 
seek support and/or access services is commonly due to a lack of 
knowledge or non-referral by health professionals, rather than insufficient 
need [112,118,126]. Support groups are able to offer caregivers a sense of 
belonging, power and purpose [112]. 

A review of Dutch dementia support groups concluded that participation 
offered caregivers significant positive effects in their coping and emotional 
strategies. However, some categories of participants, particularly those with 
higher caregiver burden, were found to benefit more than others [127]. 
Another study of dementia caregiver support group participants reported 
that caregiver distress and perceived quality of life improved [128]. The 
most common reason that caregivers do not attend support groups is that 
they have not been informed about them. Cuijpers et al. [127] reported that 
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there were three main reasons that affected carers’ decision to attend 
support groups: information, need for help with dealing with problems, 
and need for help dealing with their feelings of severe burden. Molinari et 
al. [126] reported that the reason given by 80% of carers who did not attend 
support groups was that they had not received advice encouraging them to 
attend. Enabling variables such as knowledge of services, cost and access 
were more important in explaining service use than predisposing and need 
variables such as demographics, patient behaviour and caregiver burden 
[129]. 

Support groups have generally been found to be more effective for 
caregivers who are isolated from family, friends or other carers, are in more 
stressful situations, experience greater dissatisfaction, are still in paid 
employment, contribute a small cost ($5-$20) for group participation, and 
care for an apathetic and/or institutionalized person with dementia 
[127,130]. 


Pharmacotherapy 


Cholinesterase inhibitor treatments for people with dementia have been 
shown to decrease time spent caring and reduce caregiver burden and 
distress [131]. The beneficial effect on caregivers may be through better 
management of symptoms, less functional dependence and the subsequent 
reduction in behavioural disturbance [132-135]. There may also be social 
and financial benefits of delaying institutionalization in persons with AD 
[133,136,137]. 

Although the need to supervise the patient’s medication compliance 
imposes an additional responsibility on the dementia caregiver, pharma- 
cotherapy provides families with hope that something is being done against 
a disease which was thought to be unremitting and untreatable. That said, 
caregivers need to be provided with appropriate information and 
encouraged to maintain realistic expectations of the potential benefits of 
pharmaceutical treatments [8]. The caregiver of a person with AD may be 
required to make decisions with regard to participation in clinical drug trial 
research. The caregiver plays a crucial role in the planning, consent, 
medication supervision, monitoring of adverse effects, appointments and 
reporting necessary for such participation. Family caregivers may ulti- 
mately gain from a reduction in care hours and stress levels if treatment 
benefits the person with AD. However, if no benefit to the patient is 
evident, caregivers will possibly experience disappointment and anger 
[112]. Although the effects on both the patient with AD and the caregiver 
should be carefully considered with regard to enrolling in clinical trials, 
there may be positive effects for caregivers due to an increase in available 
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medical services [138]. Likewise, in a study which looked at participation in 
an AD clinical drug trial, caregivers perceived it to be a positive experience 
in spite of the effort required and a lack of patient improvement [139]. 


CONCLUSIONS 


The effective management of family caregivers clearly plays a crucial part in 
the care of a person with AD. Caregivers are essential partners with health 
professionals for the long haul. While the physical and cognitive decline of 
AD are inevitable, the management of AD and other forms of dementia 
provides challenges and rewards for those involved. Much can be done to 
maintain and/or improve the quality of life for the patient and the 
caregiver. Good management of the complexities of the disease process 
requires not only knowledge of the neurobiology and neuropsychology of 
dementia, but also a sound understanding of the social implications, the 
psychodynamics of individual and family changes, and the need to liaise 
with the patient’s support network. 
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Families of People 
with Major Depression 


Julian Leff 
TAPS Research Unit, London, UK 


INTRODUCTION 


Many people in developed countries who suffer from depression live alone, 
but those who reside in a family are mostly living with a spouse or partner, 
and many have children. In developing countries the great majority of 
depressed people, like the rest of the population, live in a nuclear or 
extended family, but very little research has been focused on these settings. 
In the West, studies of major depression have predominantly involved 
women, largely because they have about twice the risk of becoming de- 
pressed as men [1]. However, recent research has also included men in the 
samples studied. The main focus has been on the emotional relationship 
within the couple, the effect on the mental health of the well partner of 
caring for a depressed patient, and the evaluation of interventions aimed at 
improving the couple’s relationship. There is a paucity of work on the 
coping skills of the well partner. Each of these topics will be dealt with in 
this chapter. 


THE EMOTIONAL RELATIONSHIP 


Couples can have an unsatisfactory relationship without either of them 
developing depression. This observation raises the question of whether 
there is some specific quality to the relationship of a couple where one 
partner has developed depression. Beach et al. [2] tackled this question by 
comparing the relationships of couples with a discordant marriage and in 
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which the wife was depressed with discordant couples without depression. 
They used a measure of cohesion, and found that while the non-depressed 
couples had low levels of cohesion, the couples in which the wife was 
depressed were significantly lower on this measure. 

Brown and Harris [3] conducted a series of studies of depressed women 
to identify the interaction of stressful experiences and vulnerability factors. 
They found that a high proportion of episodes of depression were preceded 
during a three-month period by an excess of life events which occasioned 
losses of valued relationships or material losses. However, by no means all 
women who experienced such a loss went on to become depressed. By 
comparing the women who developed a depressive illness following a loss 
event with those who remained mentally healthy, Brown and Harris were 
able to identify features which rendered the former vulnerable. The three 
key factors were loss of mother before the age of 12, having three children 
under the age of 5, and lacking an intimate relationship. While some 
women were protected from depression by an intimate (non-sexual) rela- 
tionship with another woman, most of the mentally healthy women had 
male partners who gave them strong emotional support. 

Not only does the relationship with a partner influence the vulnerability 
to depression, it also affects recovery from a depressive episode. Goering et 
al. [4] followed up married women who had been hospitalized for major 
depression and found that only one half recovered over the next six months. 
They found that women who had high levels of dissatisfaction with the 
amount or quality of their spouse’s communication, affection, or relation- 
ship with the children were significantly less likely to recover. This result 
found confirmation in a study by Keitner ef al. [5] of patients hospitalized 
for major depression, the majority of whom were married women. Recovery 
over 12 months was significantly more likely when there was good 
functioning in roles (recurrent patterns of behaviour necessary to fulfil the 
instrumental and affective needs of family members), affective involvement 
(amount of interest, care and concern that family members invest in each 
other) and behaviour control (style of maintaining discipline and standards 
of behaviour). 

A number of researchers have studied the relationship between de- 
pressed people and their partners, often using different methods of assess- 
ment. Waring and Patton [6] employed a measurement of intimacy in 
marriage, the Waring Intimacy Questionnaire [7], in a sample of patients 
who met the Research Diagnostic Criteria (RDC) for non-bipolar major 
depression. The patients, comprising 40 women and 35 men, completed the 
General Health Questionnaire (GHQ-28) and the Beck Depression Inven- 
tory (BDI) in addition to the Intimacy Questionnaire. In addition, 25 spouses 
were available to fill in all three questionnaires. For male patients the total 
intimacy score was correlated with age (+0.33), number of children (+0.34) 
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and occupation (+0.46), while for females, only income was positively 
correlated (+0.46). For both men and women, the total intimacy score was 
negatively correlated with depressive symptoms, but the relationship was 
much stronger for women (BDI —0.74, GHQ-28 depression score —0.49) 
than for men (BDI —0.29, GHQ-28 depression score —0.29). This suggests 
that women are more reliant on a high level of intimacy to maintain their 
mental health than men. There was no difference in total intimacy scores 
between patients (19.1) and spouses (21.7), indicating that they shared the 
same perception of this aspect of their relationship, which had not been 
coloured by the patients’ depressed state of mind. The burden of caring for 
a depressed person was reflected in the high proportion of spouses, 36%, 
who reported enough symptoms on the GHQ-28 to be classified as probable 
cases of non-psychotic emotional illness. As we shall see, this is a common 
finding. Compared to the spouses who did not rate as suffering from an 
emotional illness, the “cases” reported lower total intimacy scores, less 
ability to resolve conflict, less affection and much less compatibility. It is not 
clear whether this is a consequence of both partners being depressed, or 
whether the poorer quality of the relationship led to emotional distress in 
the carer. 

Some light has been thrown on the direction of cause and effect in the 
problematic relationships of depressed people by an ingenious study by 
Coyne [8]. He arranged for 45 female undergraduates to talk for 20 minutes on 
the telephone to a randomly chosen female subject. The subjects were selected 
from 30 outpatients attending a mental health centre, 15 of whom were 
depressed and another 15 non-depressed. In addition there were 15 mentally 
healthy control subjects. The paired subjects were free to talk about anything 
they wished and the conversation was audiotaped. After the conversation, 
subjects and target individuals were asked to complete questionnaires 
concerning mood, perception of the other person and willingness to interact 
again under various conditions. The tapes were scored for activity, other-self 
ratio of speech, approval responses, hope measures and genuineness. The 
undergraduates were found to be significantly more depressed, anxious and 
hostile following conversations with the depressed patients than with the 
other two groups. There were no significant differences in activity, approval 
responses, hope measures or genuineness. Subjects talked more about the 
target individual than about themselves when the target was depressed. 
Subjects were also significantly more rejecting of the depressed patients than 
the other two groups, and there was a strong correlation between the degree 
of rejection and the depth of the patients’ depressed mood. These results 
indicate that interaction with a depressed person can induce a variety of 
negative moods in a healthy individual and can provoke rejection. 

Another approach to determining the direction of cause and effect was 
taken by Barnett and Gottlieb [9]. They conducted an extensive review of 
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the relevant literature to distinguish variables that are observable only 
during a depressive episode from those that either precede the disorder or 
persist following recovery. They argue that the former are less likely to play 
a causal role in depression, and come to a number of conclusions based on 
this premise. Patients no longer in a depressive episode have greater 
dependency needs; that is, they desire approval, approach, attention and 
help from others to a greater extent than do non-depressed controls. On the 
other hand, they tend to socialize less and participate less in social 
situations than do controls, thus limiting their access to the support they 
crave. Barnett and Gottlieb conclude that low social integration may be 
characteristic of people prone to depression, since it predicts the onset of 
depression and the course of existing symptoms, and distinguishes remit- 
ted depressives from control subjects. They also found that disturbances 
in interpersonal functioning preceded episodes of depression and persisted 
after their resolution. In an unpublished study reported in their paper, 
Gottlieb discovered a significant difference between men and women carers 
in their relationship with the depressed person. Following recovery of a 
depressed woman, the couple reported no significant change in their 
marital satisfaction. By contrast, couples in which the husband had been 
depressed reported a significant improvement in their satisfaction. This 
suggests that women may be more tolerant than men of the interpersonal 
behaviours associated with depression. Alternatively, men and women who 
have recovered from depression may differ in their behaviour towards their 
spouse. 


THE IMPACT ON THE PARTNER 


The effect on the partner of living with a depressed person was relatively 
neglected for many years in favour of studying the relatives of people with 
schizophrenia or dementia. Even today, the literature on the carers of 
depressed people is tiny compared with studies on the carers of people 
developing either of the above conditions. One of the first pieces of research 
on this topic was conducted by Fadden et al. [10]. They amalgamated items 
from several questionnaires to create a schedule, which they used to 
interview the spouses of 25 people with depression. They included patients 
with unipolar depression, bipolar depression and depressive neurosis, 
which were chronic or recurrent. A much higher percentage of male 
relatives (83%) than female (42%) worked. For 41% of carers the financial 
situation had become much worse since the patient’s illness, mostly due to 
loss of the patient’s earnings. A reduction in social activities was experi- 
enced by 71% of spouses, half of whom reported that they never went out 
with the patient socially. This was particularly marked when the patient 
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was male. An additional deprivation was that fewer friends visited the 
home. The problem was compounded by the fact that many spouses were 
embarrassed and reluctant to tell people about the patient’s depression. 
This effect of stigma is identical to that seen in the families of people with 
schizophrenia. It not only leads to the social isolation of the carers and 
patients, but the failure to be open about the illness also serves to maintain 
the stigma. 

Nearly half the spouses mentioned difficulties in their marital relation- 
ship, wives being more likely than husbands to perceive a deterioration. 
One third reported that sexual relations had ceased as a result of the 
depression. Almost half the spouses had no idea what practical steps they 
could take to deal with the patient’s mood disturbance, and only two felt 
they had been given sufficient information by professionals to fully 
understand the patient’s difficulties. One third of spouses sometimes felt 
they could not cope with the situation any longer and would have to find a 
way out. This sense of desperation was reported by more wives than 
husbands. Wives also more commonly than husbands experienced grief 
over the loss of the person they related to before the illness: 58% compared 
with only 8%. Once again, this is common to relatives of people with 
schizophrenia. Spouses lost the facility of confiding in their partner and 
commonly had to take decisions on their own. Not surprisingly, these 
burdens on the carer unrelieved by help from professionals led to mental 
ill-health, and 38% would have been identified as in need of treatment 
according to their psychiatric symptoms. The findings of this pioneering 
study are echoed in subsequent research, in particular the greater 
vulnerability of women carers to the strain of the caring role. 

A study by Jacob et al. [11], published in the same year as the research 
described above, complements the findings of Fadden et al. They developed 
a Family Distress Scale for Depression composed of 25 items, and applied it 
to 112 family members or friends of patients suffering from recurrent 
episodes of major depression. Of the 112 subjects, 80 lived with the patients 
and 68 of these were spouses. A total of 60 respondents (54%) scored above 
the half-way point of the scale, indicating that a majority often or almost 
always experienced strain. The most distressing behaviour, rated by 62% as 
often or almost always upsetting, was hearing the patient express feelings 
of worthlessness, inadequacy and low self-esteem. Nearly half reported that 
the patient’s low mood made them feel depressed or low. Subjects living 
with the patient expressed significantly greater annoyance from the 
problems occasioned by the patient’s illness and were more burdened by 
lack of cooperation than those living elsewhere, a finding that is only to be 
expected. 

One study of this topic has been conducted in a developing country, 
where extended families are still the norm. Chakrabarti et al. [12] studied 90 
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patients with major affective disorder who were inpatients or outpatients in 
the city of Chandigarh, in northern India. The patients had been ill for two 
years or more. The relatives were interviewed with a number of instru- 
ments, including the Family Burden Interview Schedule [13], which was 
developed in an Indian setting. Unlike in Western samples, men constituted 
the majority of the patients (66%). The patients were mainly professionals, 
semiprofessionals and housewives, with few farmers or unskilled workers, 
reflecting the urban nature of Chandigarh. Bipolar affective disorder was 
the diagnosis for 81% of them, the remainder suffering from major depres- 
sion. The relatives were divided into 61% spouses, 20% parents, 12% 
children and 7% others. This difference from Western samples, which are 
almost exclusively spouses, stems from the different family structure in a 
developing country. Only a single relative reported no burden, while the 
other 89 experienced moderate to severe burden. The objective burden was 
significantly greater for relatives of bipolar patients than for those caring for 
patients with major depression. The major portion of variation in burden 
was accounted for by the degree of the patient’s dysfunction and the 
duration of the illness. 

The research on carers of people with dementia is vast compared with 
the similar studies of depression. Wijeratne and Lovestone [14] mounted a 
pilot study to compare the carers of people suffering from either of these 
two conditions. All the patients were aged over 65 years and attended a 
psychogeriatric service in London with a diagnosis of depression or 
dementia. All the carers of depressed patients were spouses, whereas some 
of the carers of the dementia patients were children. Carers’ scores on the 
GHOQ-28 were significantly higher for dementia patients than for depressed 
patients; however, this was entirely accounted for by carers who were 
children. There was no difference in the proportion of cases between 
spouses of depressed and dementia patients: about one quarter. Scoring 
above the caseness level of the GHQ-28 was associated with behavioural 
difficulties in the patient, including apathy, physical disability and social 
disturbance; unsatisfactory premorbid relationship with the patient; and 
carers’ dissatisfaction with their social contacts. A very similar comparison 
of the carers of depressed and dementia patients was conducted by 
Rosenvinge ef al. [15] also using the GHQ-28. They found that 44% of 
carers of the chronically depressed patients reached the threshold for 
caseness, compared with 85% of carers of dementia patients. However, 
they did not distinguish between spouses and children of the patients, 
which almost certainly accounts for the large difference between the two 
groups of carers. They also found that duration of caring correlated 
significantly with carer stress in the depressed group, but not in the 
dementia group. The finding for the carers of depressed patients echoes 
the results of the study in India. 
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Another study comparing the spouses of depressed and dementia 
patients was carried out in Finland [16]. Of the 22 depressed patients, 10 
suffered from recurrent depression, 9 had a single episode and 3 had 
bipolar disorder. The 43 dementia patients were divided into those 
admitted with psychiatric or behavioural symptoms, and those admitted 
for memory or diagnostic assessment. Spouses of the former group were 
significantly more burdened than the spouses of depressed patients, whose 
burden did not differ from spouses of the latter type of dementia patients. 
The GHQ-12 was used to determine caseness, and, once again, the group 
with the highest number of cases was the spouses of dementia patients with 
behavioural problems, while the spouses of the remaining dementia 
patients had a similar proportion of cases (45%) as the spouses of the 
depressed patients (57%). As in the Indian study, the more the patient’s 
function was impaired, the more burdened was the spouse. 

A more qualitative approach was taken by Muscroft and Bowl [17], who 
mailed the questionnaire developed by Fadden et al. [10] to members of the 
Depression Alliance, a self-help organization. They received responses from 
51 carers of depressed people and interviewed 10 of them in depth. They 
learned that managing the illness was hardest when there were young 
children, since parents did not know how to explain the illness to them. 
Spouses did not usually feel guilty for their partner’s depression and 
generally held psychosocial models implicating family history and life 
events as causal factors. A dominant theme was mourning the loss of the 
person who had been familiar to them, trying to get him or her back, and 
clinging on to the little that was available. One husband said: “She’s three- 
quarters dead: but I have the quarter that’s still alive”. This response, which 
was also documented by Fadden et al. [10], is commonly encountered in the 
relatives of people with schizophrenia, who often feel that the person they 
knew has been replaced by a stranger [18]. Spouses, more than parents or 
children, felt that their lives had been taken over by the illness. They 
complained that they never regained their accustomed roles. Caregivers in 
general wanted professionals to listen to them, to take them seriously and to 
understand their difficulties. 

In the study by Jacob et al. [11], nearly half the carers reported that their 
own mood was lowered in response to the patient’s depression. This effect 
was the focus of research by Wittmund et al. [19] in Leipzig. They assessed 
45 partners of patients with anxiety, 54 of patients with depression, and 52 
of patients with schizophrenia. The patients had chronic illnesses with a 
mean duration of 10 years. The patients had a similar degree of impairment 
regardless of their diagnosis. The authors found that 41% of spouses met 
ICD-10 criteria for any mental disorder. A higher proportion of women was 
affected (52%) than of men (32%), the commonest diagnosis in both sexes 
being depression. There was no difference in the proportion of spouses 
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affected by depression across the three diagnostic groups of patients. The 
risk of developing depression was significantly related to the impairment of 
the patient’s functioning as measured by the Global Assessment of 
Functioning scale, a similar finding to that of the Indian study on burden. 


EXPRESSED EMOTIONS 


The evidence presented above that close relationships are influential in the 
origin and maintenance of depression is augmented by the research on 
relatives’ expressed emotion (EE). This measure of a carer’s emotional 
response to a person with a psychiatric illness was developed by Brown and 
Rutter [20] and employed initially in studies of schizophrenia. Vaughn and 
Leff [21] conducted one of the earliest replications of the research on EE and 
the course of schizophrenia, and included a comparison group of patients 
with depressive neurosis (major depression without psychotic features). 
The depressed patients differed from those with schizophrenia in that most 
of the latter lived with parents, whereas all but one of the former lived with 
a partner. Whereas a cut-off point of six critical comments made by the 
carer separated patients with schizophrenia with a high risk of relapse from 
those with a low risk, the best predictive threshold for depressed patients 
was found to be two critical comments. A recent review of the EE research 
on schizophrenia and depression by Butzlaff and Hooley [22] indicated that 
the association between EE and the course of depression was even stronger 
than that for schizophrenia. This conclusion, taken together with the 
research findings summarized above, constitutes a strong argument for 
attempting to improve the outcome of depression by working with the 
couple’s relationship. 


COUPLE THERAPY FOR DEPRESSION 


The first controlled trial of marital therapy for depression was conducted by 
Friedman [23]. It was a four-cell design with random assignment to ami- 
triptyline or placebo, and to weekly marital therapy or to minimal contact. 
The drop-out rate was 15%, leaving 150 subjects who completed the whole 
course of 12 weeks. For those subjects who completed the trial, marital 
therapy showed no advantage over minimal contact in alleviating 
depressed mood. However, patients who had received marital therapy 
rated their marriage as better than those in the minimal contact group. 
Waring et al. [24] mounted a similar trial in which doxepin was compared 
witha placebo, and patients, all of whom were women, were also randomized 
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to 10 weekly sessions of cognitive marital therapy or to minimal contact. A 
preliminary report on the first 12 couples to complete the trial showed no 
difference between cognitive marital therapy and minimal contact condi- 
tions. The sample size is too small to draw any definitive conclusions and 
no further reports appear to have been published. 

O’Leary and Beach [25] randomly assigned 36 couples to individual 
cognitive therapy for the depressed wife, behavioural marital therapy for 
the couple, or a waiting list control. Both active therapies were given weekly 
for 16 weeks. The drop-out rate from the active therapies was 25%. Both 
therapies were effective in reducing depression compared with the controls. 
However, marital therapy was more effective than the other two conditions 
in increasing marital satisfaction. 

Jacobson et al. [26] recruited 72 married women with depression to a trial 
in which they were randomly assigned to 20 sessions of behavioural marital 
therapy, cognitive therapy or a combination of the two. The drop-out rate 
was 17%, and 60 subjects, none of whom was receiving antidepressants, 
completed the trial. All three treatments were equally effective in reducing 
depressive symptoms. However, only behavioural marital therapy 
increased marital satisfaction in couples who initially scored high on mari- 
tal distress. 

It does not seem sensible to offer marital therapy to couples who are 
satisfied with their relationship, and Emanuels-Zuurveen and Emmelkamp 
[27] included in their trial only depressed patients with a high level of 
marital distress. They randomized 36 patients to 16 weekly sessions of 
individual cognitive therapy or behavioural marital therapy. No subjects 
received antidepressants, and 25% dropped out of the trial. Both treatments 
were equally effective in reducing depressive symptoms, but marital 
therapy produced more improvement in the relationship than cognitive 
therapy. 

The findings of these trials are relatively consistent in demonstrating that 
individual cognitive therapy and behavioural marital therapy are equally 
effective in relieving depressive symptoms, but only marital therapy is able 
to improve the marital relationship, particularly when it is unsatisfactory. 
The drop-out rate from these psychosocial interventions was relatively low, 
ranging from 15% to 25%. No trial continued for more than six months and 
all were concerned solely with the treatment of depressive episodes. Most 
treatments, whether pharmacological, psychological or psychosocial, are 
reasonably effective in reducing depressive symptoms. However, depres- 
sive illnesses have a strong tendency to recurrence, and few studies have 
evaluated the prophylactic value of any treatment. Furthermore, in none of 
the above studies was marital therapy compared directly with antidepres- 
sants, still the commonest form of treatment. A recent trial was conducted 
which attempted to remedy these deficiencies. 
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THE LONDON DEPRESSION INTERVENTION TRIAL 


This randomized controlled trial [28] developed out of the research on EE 
and depression. The aim was to ameliorate the emotional atmosphere in the 
home, as in the trials of family intervention for schizophrenia. The psycho- 
social treatment chosen was systemic couple therapy, as this approach had 
been shown to reduce criticism in families with problematic relationships 
[29]. Systemic couple therapy aims to help the patient and partner to gain 
new perspectives on the presenting problems, to attach different meanings 
to depressive types of behaviour, and to experiment with new ways of 
relating to each other [30]. The term “marital therapy” has been superseded 
by “couple therapy”, since so many people now live in stable partnerships 
without marrying. 

The trial was designed to evaluate the prophylactic value of the treat- 
ments as well as their efficacy in reducing depression. The first phase, last- 
ing one year, involved active treatment. Thereafter the treatments in both 
arms of the trial were discontinued and subjects were followed for a further 
year. 

The majority of patients were referred to the study by primary or secon- 
dary services, although one third responded to advertisements in news- 
papers. There were no differences on salient features between patients 
coming from these two sources. To enter the trial, they had to have been in a 
stable relationship for at least a year, and the partner needed to make two or 
more critical comments in response to the Camberwell Family Interview. In 
fact, only 5 out of 99 suitable couples were excluded on this basis. Event- 
ually 77 couples were randomly assigned to either antidepressant medica- 
tion or couple therapy, 40 of whom received the latter. 

The antidepressant regime began with desipramine, alongside which two 
sessions of education about depression and its treatment were given to the 
patient and partner to improve compliance. Serum levels were checked 
regularly to monitor compliance. If there was no response after six weeks, 
desipramine was replaced by fluvoxamine. After six months on a treatment 
dose, the dose was gradually reduced to a maintenance level. At the end of 
one year, the antidepressant was tailed off over two weeks, although two 
patients chose to remain on medication and two others relapsed as soon as 
it was stopped, so that it had to be resumed. 

The total drop-out rate from drug treatment over the course of the 
treatment year was 56.8%, while that for couple therapy was 15%, a highly 
significant difference. This indicates that couple therapy was far more 
acceptable to the subjects in the trial than medication, reflecting a well- 
known prejudice in the general population against antidepressant drugs 
[31]. Patients who dropped out differed from those who completed the trial 
in being significantly younger and having higher scores on the BDI. 
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The patients’ level of depression was assessed with the BDI and the 
Hamilton Rating Scale for Depression (HRSD) [32] at the start of the trial, 
and at one-year and two-year follow-ups. The statistical analysis was based 
on the likelihood approach, since this allows for drop-outs. The analysis 
was conducted on an intention-to-treat basis and included all patients for 
whom data were available for at least one of the follow-ups in addition to 
the initial assessment. 

Analysis of the BDI scores revealed that both treatment groups improved 
during the first year, although patients who received couple therapy 
showed a greater improvement than those on drugs. On average the BDI 
scores of patients in couple therapy fell by 6.4 points (95% CI 1.62-11.54) 
more than those on drugs. The advantage for couple therapy was main- 
tained over the second year after treatments had been discontinued. 

It can be concluded that couple therapy is at least as efficacious as anti- 
depressant drugs for both the treatment and prevention of depression, and 
may even be superior. 


CONCLUSIONS 


A low level of intimacy and of cohesion in partner relationships is associ- 
ated with depression, particularly in women. Intimacy is also important to 
the carer’s mental health, and carers are more likely to be identified as cases 
of psychiatric disorder when intimacy is lacking. Recovery from depression 
is aided by good communication with the partner, expression of care and 
concern by the partner, and adequate fulfilment of parental roles. Patients 
who have recovered from depression desire approval, attention and help 
from others, but prevent themselves from achieving this by reducing their 
social activity. Disturbances of interpersonal relationships precede depres- 
sive episodes and persist after recovery, suggesting they may play a causal 
role in the development and maintenance of depression. Depressed patients 
can induce depression, anxiety, hostility and rejecting attitudes in healthy 
subjects. 

The loss of the spouse’s earnings imposes a financial burden on the carer. 
A reduction in social activity ensues, due partly to the patient’s difficulty in 
facing social situations and partly to a deliberate avoidance of friends and 
relatives by the carer through shame and embarrassment. Deterioration in 
the marital relationship affects wives more profoundly than husbands, and 
sexual activity ceases in one third of couples. Spouses felt that their lives 
had been taken over by the illness. The experience of burden is largely 
determined by the duration of the illness and the degree of the patient’s 
dysfunction. It was particularly distressing for carers to hear the patient 
express feelings of worthlessness, inadequacy and low self-esteem, and 
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nearly half had their own mood lowered by the patient’s depression. More 
than half the carers experience strain and this is reflected in a high 
proportion qualifying as psychiatric cases: four studies record levels of 
38-45%. Psychiatric symptoms in the carer were associated with an 
unsatisfactory premorbid relationship with the patient, and with the carer’s 
dissatisfaction with their social contacts. A consistent complaint was lack of 
information from professionals, and the need for professionals to listen to 
the carers. 

The earlier studies suggested that behavioural marital therapy is as effic- 
acious as cognitive therapy in the treatment of depression. There is sub- 
stantial evidence that cognitive therapy is as efficacious as antidepressants. 
The London Depression Intervention Trial has shown that systemic couple 
therapy is at least as efficacious as drugs both for the treatment of depres 
sion and for the prevention of relapse. It is much more acceptable to 
patients with partners than drugs. The challenge now is to make these 
efficacious psychosocial treatments available at primary care level, where 
the great majority of depressed patients are treated. 
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INTRODUCTION 


Bipolar disorder is a chronic remitting and relapsing illness that causes 
significant burden to patients, families and society. It has a lifetime preva- 
lence of approximately 1.0% [1-3] and an annual incidence rate of 0.009- 
0.015% (i.e. 9-15 new cases per 100000) for men and 0.007—0.03% (7-30 
new cases per 100000) for women [4]. It has recently been argued that the 
1% lifetime prevalence estimate is more likely characteristic of bipolar I 
disorder only and that 5% is a more accurate estimate if bipolar spectrum 
disorders are considered [5]. In any one year, the majority of individuals 
with a lifetime diagnosis of bipolar disorder receive inpatient or outpatient 
treatment within the mental health service system [6]. Bipolar disorder is a 
significant source of distress, disability and burden on other family mem- 
bers. In 1990, the World Health Organization identified bipolar disorder as 
the sixth leading cause of disability-adjusted life years in the world among 
people aged 15 to 44 years [7]. Ultimately, 19% of bipolar patients will die 
from suicide [4]. 

Although pharmacotherapy is available to address acute episodes of the 
illness, relapse over time is almost inevitable for the bipolar patient. Even if 
a patient has not relapsed, residual symptoms persist between epi- 
sodes. Post et al. [8] recently reported on 258 bipolar patients followed 
prospectively for 1 year: 26% were ill most of the year, 41% were 
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intermittently ill and 33% minimally ill. These numbers correspond with 
our own findings of the course of bipolar illness in patients followed for 28 
months as part of a randomized treatment trial [9]: 27% had a poor course, 
48% had a fluctuating course and 25% had a good course of illness [10]. In 
an observational study with a mean follow-up period of 13 years, Judd et al. 
[11] estimated that patients were symptomatic 47% of the time. 10% of these 
patients reported being symptomatic all of the time [11]. Angst [12] noted 
that bipolar patients spent approximately 20% of their lifetime in illness. In 
a recent study by Dore and Romans [13], one third of the bipolar patients 
had been ill for 10 years or more. 


CHRONIC ILLNESS AND EFFECTS ON THE FAMILY 


The family has long been recognized as a key factor in caring for medically 
ill patients [14] as well as patients with severe mental illness [15]. However, 
because clinicians did not initially understand that mood disorders were 
chronic conditions or that the family had an impact on a patient’s func- 
tioning [16], research focused first on relatives of schizophrenic patients, 
and later on patients with dementia. Studies often centred on burden 
[17,18], as it was clear that the family had assumed major responsibility for 
a relative’s care, especially when lack of funding limited the amount of 
available resources in the community [15,19,20]. A number of models were 
generated that explained the interplay between a patient’s course of illness 
and the family environment. These models emphasized stress-coping pro- 
cesses [21,22], multiple role strain [23,24], expressed emotion (EE) [25,26], 
social support as a buffer against stressors [27,28] or family systems [29,30]. 

Family members often struggle with the ambiguity of living with a 
person with mental illness and make valiant attempts to control the illness 
and pursue normalcy [31,32]. Although traditionally viewed as burden- 
some, caring for an ill relative also entails a sense of reward and satisfaction 
[33]. While one person is usually identified as the primary caregiver, other 
family members are also involved in caring for the ill relative. Thus, it may 
be important to include as many members of the family as possible for the 
assessment of, or intervention for, their caretaking roles. 

Family members describe losses pertaining to hopes, dreams and expec- 
tations, and grieve for what might have been, experiencing feelings of 
shock, disbelief, anger, despair, guilt, anxiety and shame [34]. Family 
members sometimes describe that they feel like they are riding an emotional 
rollercoaster, with alternating periods of relapse and remission. These cycles 
create considerable turmoil for family members, who often experience 
intense distress when renewed hope is shattered by yet another relapse. In 
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spite of these strains, family members often identify family strengths that 
have developed, such as improved family bonds and commitments, expan- 
ded knowledge and skills, and advocacy skills. They also affirm their 
potential for personal resilience, noting that they become better, stronger 
and more compassionate people. They cite their contributions to their 
family, their enhanced coping effectiveness and their healthier perspectives 
and priorities. Family members also comment positively on the resilience of 
their relative with mental illness. 

Temporary separation because of illness-related difficulties is common. 
Many family members have to decrease their work hours or take time off 
during episodes of illness, thereby reducing their income and, possibly, 
jeopardizing their job security. In a study by Dore and Romans [13], 27% of 
caregivers experienced a reduction in income, while 29% incurred major 
financial costs as a result of caring for their relative. Burden is highest 
when the illness is most severe, during hospitalizations and periods of 
increased symptom severity [35]; nonetheless, caregivers continue to 
report significant strain, burden and poor family functioning even after 
hospitalization [36]. 

Burden is a loose construct that has been defined in various ways, but 
usually includes a measure of subjective and objective distress. Objective 
burden is a measure of the observable and verifiable disruption to the 
family’s life, such as financial difficulties, curtailed social activities and loss 
of vacations. Subjective burden is a measure of the extent to which relatives 
feel burdened, and includes worrying, tension, insomnia and resentment. 
Subjective burden is a more powerful predictor of caregiver distress [37] 
than objective burden, and some family members will report little subjec- 
tive burden in the face of high objective burden [38]. The level of subjective 
burden depends upon many variables, including the relationship between 
the family member and patient, the expectations and comfort in the role of 
caregiving, social supports, financial resources, health, gender, age, and 
other responsibilities of the primary caregiver. 

A family that is able to cope with one crisis may be overwhelmed when 
there is an accumulation of stressors [39]. The ability to cope well with 
adversity has been described as resilience [40], but early work on resilience 
focused on the individual and viewed the quality of resilience as an innate 
characteristic of the person [41]. Recent work on family resilience has 
focused on how strengths within a family, such as good parenting, can 
offset family difficulties. Examples of family processes thought to mediate 
recovery from illness or crisis and allow for successful functioning of the 
whole family include clear and direct communication, collaborative 
problem solving, maintaining a strong family structure and establishing 
good emotional relatedness [29,42]. It is possible that some family strengths 
may offset difficulties in other areas of family functioning. For example, a 
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warm and supportive attitude towards the patient may offset difficulty 
with the practical aspects of caring for an ill family member. 

Another approach to examining the relationship between family mem- 
bers and an ill relative is the “stress process” model, which describes direct 
effects, such as increased practical responsibilities, and indirect effects, such 
as reduced social support. Stress modifiers that are associated with better 
family health include individual variables, such as a benign appraisal of 
stressors, positive coping skills and good social support [43]. The quality of 
the marital relationship is also considered a stress modifier, so that a 
“good” relationship may moderate the effects of increased stress. 

The study of caring for ill relatives has moved from a study of burden to a 
study of the process of caregiving, including the adaptations that family 
members make over time. 


BIPOLAR ILLNESS AND ITS EFFECTS ON THE FAMILY 


The month-to-month symptom change in bipolar illness is striking and 
different from illnesses characterized by a chronic, deteriorating course. 
Patients with bipolar disorder may be resistant, hostile, depressed or manic 
in a relatively short span of time. Family needs may also vary, depending 
on the polarity of the patient’s illness, the role of the patient and family 
members (e.g. the patient is a child or spouse), and whether it is the first 
episode (or diagnosis) or represents one of several recurrent episodes. 
The specific family experience of caring for relatives with bipolar I 
disorder has been described by Dore and Romans [13]. Their 2-year study 
of 41 caregivers reported concerns similar to those reported for all mental 
illness. In addition, concerns about the acute disruption that occurs with a 
manic episode—including increased violence, the quality of the marital 
relationship, and the effect on parenting and children—were more 
pronounced in families in which one member had a bipolar disorder. 
Recent research that views bipolar disorder as a chronic illness has found 
that the illness imposes a heavy psychosocial burden on family members 
and contributes to marital/family breakdown [13,44]. Dore and Romans 
[13] reported that 71% of caregivers of bipolar patients have major stress 
associated with their caregiving role; 27% felt stress even when the patient 
was not in episode. Living with uncertainty itself becomes a stressor for 
family members, who do not know when the patient will become ill again 
[45]. Studies of families of bipolar patients identified high levels of family 
burden [16], significant relationship difficulties and increased interpersonal 
conflict, including the experience or fear of violence [13]. Severity of the 
burden is associated with prolonged illness and high levels of dysfunction 
[16]. In a pilot study of family members of patients with chronic, recurring 
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mood disorders (i.e. both unipolar and bipolar patients), 72% of the care- 
givers reported depressive symptoms [36]. 

The impact of a relative’s illness, however, should not be viewed solely in 
terms of morbidity or psychiatric symptoms [46]. Outcomes also encompass 
the family’s well-being, functioning or quality of life. Besides marital, 
parenting and interpersonal problems, other burdens that family members 
contend with include financial difficulties, social stressors and legal issues 
[35,47-50]. In addition, many caregivers receive limited information about 
bipolar disorder and have numerous questions about how they should 
manage their relative. Common concerns include whether they should accept 
certain disruptive behaviours or confront these behaviours when they 
occur, how to separate wilful behaviour from illness-related behaviour, 
how to deal with noncompliance by the patient, how to recognize pro- 
dromal symptoms, and how to get patients to a health facility when they do 
not want to go. 

Bipolar disorder may impact on specific areas of family life. For example, 
Heru and Ryan [36] reported that family roles and communication were 
viewed as particularly problematic. Role difficulties can occur when 
another family member has to assume responsibilities of the patient in 
addition to meeting his/her own daily tasks or when the patient refuses to 
relinquish a role that he/she is unable to fulfil. Problems in communication 
may reflect difficulties with intimacy or closeness when a family member is 
ill, in addition to the lack of insight and irritability during manic episodes 
and withdrawal and apathy during depressions, which make it difficult to 
connect with the patient. 

Family members cope better and experience less perceived burden when 
they understand that their relative’s problematic behaviour is caused by 
illness and not by the patient’s wilful misconduct. The concept of burden is 
also associated with the belief that the patient could control his/her symp- 
toms [35]. Healthier coping strategies for families include problem-focused 
skill training, positive communication development and increase in social 
involvement [51]. 


FAMILY EFFECTS ON THE COURSE OF ILLNESS 


Historically, the mental health system has implied that families have some- 
how “caused” the patient’s illness. While the causal association is no longer 
credible, it is clear that, just as an illness may impact a patient’s family, the 
family environment may affect the course and outcome of a patient’s illness 
[30]. Naturalistic studies of patients hospitalized with major depression 
provided empirical evidence of an association between family functioning 
and course of a depressive illness [52] and a significant association between 
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poor family functioning (rated objectively and subjectively) and poorer 
course of illness [53]. Conversely, better family functioning was one of five 
factors that increased the odds of a patient recovering from a depressive 
episode that required hospitalization [54]. 

Few naturalistic studies have been done with bipolar patients, and fewer 
include family factors as part of the analysis. An early cross-sectional study 
comparing families of patients with a variety of psychiatric illnesses found 
that families with a bipolar relative reported unhealthy functioning in six of 
seven family dimensions [55]. The EE model, first used with schizophrenic 
patients, has been applied to bipolar patients as well. EE, a measure of 
critical, hostile or emotionally overinvolved attitudes towards a psychia- 
trically ill relative, predicted relapse rates in schizophrenic, unipolar and 
bipolar patients [56]. Perlick et al. [48] argued that family burden had an 
effect even when patients had relatively low symptom levels and that 
caregiver/family burden predicted subsequent adverse clinical outcomes 
among patients with bipolar disorder. 

Bipolar illness may be associated with increased interpersonal problems 
[49] or it may be that practical difficulties and emotional strains experienced 
by the family may have an adverse effect on both the patient and 
family members [48]. Families may hinder a patient’s recovery by pres- 
suring the patient to resume premorbid responsibilities prematurely, 
particularly if the patient’s illness includes a lengthy hospital stay, conval- 
escence or absence from work. Family members’ fear and anxiety may 
exacerbate the patient’s unease, and role, social, marital and sexual func- 
tioning may be disrupted [57]. 

The family may also positively contribute to the patient’s outcome by 
assisting with medication and treatment compliance, monitoring the illness 
and side effects, and help with logistical issues of transportation and making / 
keeping appointments, sharing role responsibilities, and promoting better 
diet and exercise [30,57,58]. In addition, family members, as well as the 
patient, may be able to identify and recognize prodromal and residual 
symptoms. 

In a collaborative study between two university-affiliated psychiatric 
hospitals, 74 outpatients with bipolar I disorder were asked to record 
prodromal and residual symptoms for previous episodes of mania and 
major depression. An adult family member provided similar information 
about his/her relative in 45 of these cases [58]. Patients and their family 
member were able to identify both prodromal and residual symptoms. 
Agreement between patient and family members on reported symptoms 
was strong for the prodromal phase of both polarities, but less so for the 
residual phases. Patients and family members reported more prodromal 
symptoms than residual symptoms, but more than half of the patients 
experienced both manic and depressive residual symptoms. 
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TREATMENT OUTCOME STUDIES 


The literature highlighting the important role that social factors, particularly 
interpersonal and family ones, play in the outcome of bipolar dis- 
order is quite extensive. Studies testing the hypothesis that family interven- 
tions may actually modify the social variables in such a way as to positively 
impact the bipolar illness are much fewer and more recent. There are 
several reasons for the limited number of treatment outcome studies that 
are available for review. Family therapy is not currently in fashion, so that 
few investigators are drawn to test its effectiveness. Family therapists tend 
not to be oriented towards empirical validation of their treatment methods 
and researchers tend to be drawn to more manualized psychotherapies. 

There are additional problems in studying treatment effects for patients 
with bipolar disorder. Bipolar disorder is a relapsing, remitting illness with 
an unpredictable course of episode duration and frequency. Definitions of 
response to treatment (e.g. low symptom levels for 2 consecutive months) 
have to be reconsidered, as patients can be doing well for intermittent time 
periods but still have an unfavourable course over the long term. As in 
pharmacotherapy, dose and duration of treatment may be important factors 
that influence outcome. Some family treatments consist of 6-8 sessions over 
the course of 2-6 months, while others provide 25 or more sessions over a 
1-year period. The timing of the adjunctive family interventions also vary. 
Some therapists start the family treatment during an acute hospitalization, 
some shortly after discharge but still during the acute episode, while others 
introduce family meetings only when the patient has been stabilized. 

Psychometrically validated measures of family functioning are few, as are 
family therapy techniques that are operationalized enough so as to be 
empirically testable. Finally, treatment outcome studies, especially those 
testing psychotherapies in conjunction with pharmacotherapy, are difficult 
to design and implement, in addition to being very expensive. Few research 
groups are able to take on the challenge of surmounting these obstacles in 
order to provide sound data to test the usefulness of family treatments in 
bipolar disorder. 

While having many commonalities, different family interventions have 
different features. Some studies use co-therapists, others only one therapist. 
Some family therapies are provided in a multi-family group format. Some 
are provided in the patient’s home. There is also wide variability in the 
training and experience of the family therapists conducting the treatments. 
In spite of these limitations, the studies that have been reported suggest that 
adjunctive family interventions are useful in modifying family functioning 
and the course of bipolar disorder. 

One of the earliest descriptions of the importance of including other fam- 
ily members in the treatment of manic patients was provided by Fitzgerald 
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[59]. He described the family dynamics of 25 manic patients, of whom 12 
were seen on a regular basis with one or more family members. No sys- 
tematic data was collected. Fitzgerald’s clinical impression was that family 
therapy was helpful in improving communications within the family and 
understanding of the illness, with the consequence of promoting compli- 
ance with lithium. 

Following up on this clinical lead, Davenport et al. [60] compared three 
groups of bipolar patients discharged after hospitalization at the National 
Institute of Mental Health and followed for a mean of 3.9 years. Eleven 
patients (when euthymic) and their spouses received group couples therapy 
in addition to medication management. They were compared to 11 bipolar 
patients followed monthly for pharmacotherapy and 42 bipolar patients 
treated as usual in their community, where they received mainly pharmaco- 
therapy. The patients receiving the additional group couples therapy did 
not have any rehospitalizations, marital failures or suicides, in contrast to 
the other groups. They also reported better social and family functioning. 
The interpretation of these findings, however, was confounded by signi- 
ficant pretreatment differences in the three groups, with the couples 
therapy group being older and married for a longer time. 

The first systematic randomized clinical trial of adjunctive family therapy, 
conducted by Glick and his colleagues at the Paine Whitney Clinic in New 
York [61], randomly assigned 169 inpatients and their families to treatment 
as usual or additional inpatient family intervention (IFI). Of these patients, 
21 had a DSM-III diagnosis of bipolar disorder (13 manic, 7 depressed and 1 
mixed). The other patients had schizophrenia, unipolar depression or 
substance abuse. The bipolar patients were predominantly female, white 
and single, with a mean age of 32; 12 received IFI and 9 the comparison 
treatment. The family intervention (mean of 8.6 sessions) was undertaken 
during the patient’s inpatient stay (mean 51.1 days). The goals of the IFI 
were to help the patient/family accept the reality of the illness, identify 
possible precipitating stresses and likely future stresses, develop coping 
strategies to manage these stresses and accept the need for continued 
follow-up treatment [62]. Although there were no differences between the 
family treatment and comparison groups on length of hospital stay or the 
amount of medications received, the treatment group did spend more hours 
with therapists per week. 

Outcome measures included symptoms, social role functions, global 
function and family attitudes at 6- and 18-month follow-up periods. Family 
treatment was associated with better global symptomatic outcome and role 
functioning at both 6 and 18 months for female but not male bipolar 
patients. Bipolar families receiving IFI also reported a more positive attitude 
towards the patient and less feelings of burden [63]. IFI was beneficial 
mainly for female bipolar patients and their families. It had a negative effect 
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on unipolar patients and was not particularly helpful to male bipolar 
patients. The reasons for these differential effects were not clear from the 
study. Outcome was not associated with medication compliance but was 
associated with psychosocial treatment compliance and lessened rejection 
of the patient by other family members. IFI also did not lead to a lower rate 
of rehospitalization [64]. 

Retzer et al. [65] conducted an uncontrolled study of adjunctive systemic 
family therapy for 20 bipolar men and women with a mean age of 31. These 
outpatients received approximately 6 family sessions over a mean of 14 
months. Outcome measures included rehospitalization rates, medication 
usage and systemic family functioning. They found that family therapy 
reduced rehospitalization rates by 68% from their historic hospitalization 
pattern. They also noted that patients were less likely to be prescribed 
medications or combinations of medications over the course of follow-up. 
The authors attributed these changes to families learning to change their 
thinking patterns from “either/or” to “both-and” logic and for the patient 
from being a “victim” to an “agent” with a greater sense of autonomy. 
Because there was no control group in this study, it is not possible to know 
to what the changes noted were related. 

Over time family interventions have been modified to include greater 
amounts of education about bipolar illness as one way to modify attitudes 
and decrease critical and unaccepting behaviours shown to increase the 
likelihood of relapse [56]. 

Van Gent and Zwart [66] provided 5 structured psychoeducational 
group sessions to the partners of 14 bipolar manic patients and com- 
pared them to 12 treatment-as-usual controls. The partners of the patients 
were randomly assigned to the two groups. The therapy sessions were 
aimed at increasing the partner’s knowledge of the disease, medications 
and coping strategies. Outcome measures included knowledge of the ill- 
ness, relationship variables, symptoms and compliance. The intervention 
did increase knowledge of the illness and its treatment. However, there 
was no change in patient and partner interactions. The intervention also 
did not lead to symptomatic change. There was no difference in compli- 
ance or in readmission rates between the two groups over the follow-up 
year. 

Honig et al. [67] studied the effects of a 6-session, 2-hour multi-family 
psychoeducational intervention given at 2-week intervals. Their goal was 
to modify EE in the families in order to improve the course of bipolar 
disorder. A total of 19 couples participated in the groups and were 
compared to 18 couples on a waiting list. Outcome was defined as changes 
in family EE ratings. They found that EE ratings in families were quite 
stable and resistant to change: 75% of the EE ratings stayed the same in both 
groups. Four relatives (21%) in the treatment groups did change from high 
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to low EE status, while none of the relatives in the control group did. 
Consistent with other studies, high EE status in relatives was associated 
with more decompensations and rehospitalizations. 

Following a similar theme, Clarkin et al. [68] evaluated the relative benefit 
of adding a marital psychoeducational intervention to standard medication 
treatment for married patients with bipolar disorder. In their study, 46 
inpatients, outpatients and their spouses were randomly assigned to ad- 
junctive 25-session marital intervention (n = 19) or medications only (n = 23) 
(4 patients dropped out). The polarity at the intake episode was not noted. 
Outcome measures included symptoms, social functioning and medication 
adherence at baseline and 11-month follow-up. Medication adherence was 
good in both groups, but significantly better in the experimental group. There 
was no effect of the marital treatment on patient symptoms. Social and global 
functioning did improve significantly more in the experimental group than in 
the control group. 

Based on findings on the effectiveness of family intervention in reducing 
levels of criticism in families of schizophrenic patients and thereby fores- 
talling relapse of the illness, Miklowitz and colleagues conducted a series of 
studies to explore if a similar approach would work as well in patients with 
bipolar disorder. Family focused therapy (FFT) was developed by 
Miklowitz and Goldstein to provide education about bipolar disorder, 
communication training and problem-solving skills training, with the 
expectation that this would positively impact the course of bipolar disorder. 
In a non-randomized pilot study, they found that acutely ill bipolar patients 
who received pharmacotherapy and a 9-month outpatient programme of 
FFT had lower 9-month relapse rates (1 of 9 patients) than historical 
comparison patients (14 of 23 patients) who received pharmacotherapy 
alone [69]. 

Miklowitz et al. [70] proceeded to undertake a randomized controlled 
trial of FFT in 101 inpatients or outpatients with bipolar disorder. Patients 
were assigned to 21 sessions of FFT (n = 31) over 9 months or to a compari- 
son treatment of two family education sessions and crisis management 
(CM) (n= 70). Both groups received similar levels of pharmacotherapy. The 
family intervention was conducted by two therapists in the families’ homes. 
Outcome measures included relapse status, symptom severity and medica- 
tion compliance. Patients receiving FFT had a significantly higher one-year 
survival rate (71%) than those receiving CM (47%). FFT was particularly 
effective in preventing depressive but not manic relapses. Patients in the 
FFT group also showed greater improvement in depressive symptoms but 
not manic symptoms. There was no difference between the groups on 
treatment compliance. In this study, high EE family attitudes were only 
noted in patients with parental relatives. The greatest improvement with 
FFT was in patients with the highest depression scores in high EE families. 


FAMILIES OF PEOPLE WITH BIPOLAR DISORDER 79 


In an attempt to understand mediators of change in families receiving 
FFT, Simoneau et al. [71] assessed changes in face-to-face interactional 
behaviour in the FFT groups (n = 22) and the CM group (n = 22). Members 
of families who received the FFT showed more positive nonverbal (but not 
verbal) interactional behaviour during a one-year post-treatment problem- 
solving assessment, without showing a corresponding decrease in negative 
interactional behaviours. 

The results of these FFT trials did not take into account the fact that FFT 
and CM were not matched on number of therapist contact hours, with the 
FFT designed to provide more therapy time. In order to correct for this 
limitation, Rea et al. [50] evaluated the effects of FFT and pharmacotherapy 
(n= 28) against an individually focused patient treatment (n= 25) in a 
randomized design matched for number of therapy contacts. The individual 
treatment included education, case management and problem-solving 
training, in addition to standard pharmacotherapy. Outcome measures 
included relapse and rehospitalization rates over one year and measures of 
compliance. Subjects were recently hospitalized bipolar manic patients. 
Compliance rates were high and comparable in both treatment groups. The 
probability of having a relapse to a mood episode was no different between 
the two groups over the 1-year treatment and 1-year follow-up. Patients in 
the FFT (28%), however, had fewer relapses during that time period than 
those in the CM group (60%). Most significantly, patients in the FFT group 
had a significantly lower rate of rehospitalization (12%) than the CM group 
(60%). The family intervention had its greatest impact in assisting patients 
and their families to avoid the need for rehospitalization during sympto- 
matic deterioration. 

Instead of comparing potentially competing models of family or indivi- 
dual treatments, Miklowitz et al. [72] presented preliminary data on 
adjunctive integrated family and individual therapy (IFIT) with mood 
stabilizing pharmacotherapy in 30 bipolar depressed and manic patients in 
an open design and in comparison to historical CM treatment. Patients 
received 25 sessions each of FFT and interpersonal and social rhythm therapy 
(IPSRT). IPSRT focused on interpersonal problems, identifying triggers for 
social rhythm disruptions, stabilization of daily routines and relapse pre- 
vention. Patients receiving IFIT had significantly longer survival intervals 
(time without relapsing) than those receiving CM (42.5 versus 34.5 weeks). 
Both treatment groups showed symptomatic improvement, but patients in 
the IFIT group showed greater reduction in depressive symptoms over 1 
year with the treatment than those in the CM group. 

A recent randomized study evaluated the effectiveness of a multi-family 
group (excluding the patient) psychoeducational programme (n = 30) on 
reducing caregiver burden in relatives of bipolar patients. Reinares et al. [73] 
provided 12 psychoeducational 90-minute weekly group sessions focusing 
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on information about the illness, its management, family interaction and 
coping skills. The intervention was provided when the patient was in 
remission. The comparison group (n = 15) received treatment as usual. As 
expected, the relatives in the experimental group improved their knowledge 
about bipolar disorder. Importantly, caregivers receiving the additional 
educational groups blamed the patient less for his/her illness and felt less 
subjective burden in their caretaking role. There were no changes in objective 
measures of family burden. The intervention did not change the family 
environment (cohesion, expressiveness and conflict), although, as the study 
was conducted when the patient was euthymic, there may have been less 
family dysfunction than if the patient had been in an episode. 

Another family therapy system that has been investigated in the treat- 
ment of bipolar disorder is the McMaster model of family functioning and 
the problem centred systems therapy of the family (PCSTF) [74]. The PCSTF 
[29] emphasizes active collaboration between the therapist and family 
members, with a focus on the families’ responsibility for change, and on 
problem-solving skills, behavioural change and open and direct commu- 
nications with and within the family. 

A total of 92 bipolar patients (manic, depressed and mixed) were ran- 
domly assigned to three treatment conditions: pharmacotherapy alone (P) 
(n= 29), pharmacotherapy plus family therapy (P+FT) (n = 33) using the 
PCSTF, and pharmacotherapy plus a multi-family psychoeducational group 
intervention (P+MFGT) (n=30). The multi-family group treatment [75] 
consisted of 4—6 families (including the patient) who met for 6 sessions with 
co-therapists, focusing on education about the illness and its treatment, 
coping strategies and mutual support. The mean number of family therapy 
sessions was 12 and the number of multi-family group sessions was 6. 
Outcome measures included symptomatic change, recovery status and 
family functioning. The proportion of subjects within each treatment 
group who recovered did not differ significantly (P = 55%, P+FT = 48%, 
P+MFGT = 70%). Time to recovery also did not differ between the groups 
(7-10 months) [76]. There was no main effect for polarity or severity of the 
index episode or level of family functioning as risk factors for recovery [77]. 
Males who were manic and married at intake were more likely to respond 
than males who were depressed and single. In contrast, there was no 
difference in response of females by polarity or marital status at index 
episode. 

Family therapy was related to significant improvement in family 
functioning, while not related to recovery. Bipolar patients with good or 
poor family functioning at index episode improved their family functioning 
significantly by the 28th month of follow-up. Improvement in family func- 
tioning was not related to symptomatic improvement, but to receiving 
family treatment [75]. 
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CONCLUSIONS 


Bipolar disorder causes significant burden to families. Family needs vary, 
depending on the polarity of the illness, the role of the patient and family 
members, and whether it is the first episode or one of several recurrent 
episodes. Family members cope better and experience less burden when 
they understand that their relative’s problematic behaviour is caused by the 
disorder and not by his/her wilful misconduct. The family may positively 
contribute to the patient’s outcome by assisting with treatment compliance 
and help identify and recognize prodromal and residual symptoms. 

The research outcome literature on the effectiveness of family interven- 
tions in the management of bipolar disorder is at an early stage of 
development. Significant and meaningful strides have been made. A 
number of questions, however, still need resolution in future studies. It is 
still not clear, for instance, whether family interventions are more effective 
for the manic or depressive phase of the illness. Should family intervention 
be started during the acute phase of the disorder or should the treatments 
be delivered once the patient is in remission? Should families be met with 
singly or in a multi-family group format? Should the patient always be 
included? Should the family meetings be held in a clinic or in the patient’s 
home? Should there be one or more therapists conducting the family 
interventions? What is the optimal number of sessions in terms of 
effectiveness or economic feasibility? These are some of the issues that 
will hopefully be clarified over time with well-designed studies. 

In the interim, it is clear that family interventions, while perhaps not 
impacting significantly on patient’s symptomatic status, do make a signifi- 
cant difference for families. Family interventions clearly improve the 
families’ knowledge and understanding of the illness. They lead to a lack of 
sense of isolation by the family and a decrease in their perception of illness 
burden. Family interventions lead to a better connection with the family to 
the patient’s treatment and are helpful in delaying and/or reducing 
relapses and the need for rehospitalizations. 

In spite of some differences in family approaches to the management of 
bipolar disorder, there are many more commonalities. All family inter- 
ventions encourage active collaboration between the therapist and the 
families. They emphasize education about the illness and the available 
treatments. The interventions focus on improving problem-solving skills 
and communications and in decreasing levels of criticism within the family. 
They help to develop and improve coping skills by the family to deal with 
prodromal and residual symptoms and to develop strategies for dealing 
with relapses. Finally, they all provide support to buffer the perturbation 
that patients and families experience with the fluctuating course of bipolar 
disorder. 
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INTRODUCTION 


Anxiety disorders rank among the most prevalent mental illnesses [1,2]. 
Disorders in this taxon range from the highly circumscribed specific phobias, in 
which people can lead relatively normal lives by avoiding a single feared object 
or situation [3], to disorders marked by pervasive and chronic impairment. In 
this chapter, we discuss the effects on families of two of the most severe anxiety 
disorders, panic disorder with agoraphobia (PDA) and obsessive-compulsive 
disorder (OCD). In particular, we describe the family constellations of people 
with PDA and OCD, focusing on the quality of these patients’ marriages, as 
well as addressing the role of heredity and family environment in the aetiology 
of these disorders. We then address family factors found to predict treatment 
outcome for PDA and OCD, especially relatives’ expressed emotion and 
patients’ perceived sensitivity to relatives’ criticism. We conclude with a 
discussion of the available family-focused treatments for PDA and OCD and 
offer recommendations for future directions in research and treatment. 


PANIC DISORDER WITH AGORAPHOBIA 


PDA is perhaps best characterized as a “fear of fear”, in which people worry 
about the recurrence, and perceived catastrophic consequences, of panic 
attacks. This leads to avoidance of situations and places “from which escape 
might be difficult (or embarrassing) or in which help may not be available in 
the event of having an unexpected or situationally predisposed panic attack 
or panic-like symptoms” [1]. A panic attack is the sudden and intense 
experience (i.e. abrupt onset with symptoms peaking within 10 minutes) of 
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four or more of the following symptoms: palpitations, pounding heart or 
accelerated heart rate; sweating; trembling or shaking; sensations of 
shortness of breath or smothering; feeling of choking; chest pain or discom- 
fort; nausea or abdominal distress; feeling dizzy, light-headed, unsteady or 
faint; derealization (feelings of unreality) or depersonalization (being 
detached from oneself); fear of losing control or going crazy; fear of dying; 
paraesthesias (numbness or tingling sensations); chills or hot flushes [1]. 
Panic attacks may be “unexpected” or “situationally predisposed”, that is 
triggered by specific environmental cues. 

Avoided activities may include enclosed or wide-open spaces, driving, 
travelling over bridges, being in crowds, shopping malls, grocery stores, 
theatres and places of worship. White and Barlow [4] identify a second 
cluster of avoided activities likely to produce physical sensations similar to 
panic-like symptoms. Such interoceptive avoidance includes ingesting 
substances (e.g. caffeine, alcohol), participating in activities (e.g. intense 
exercise, sexual relations) or entering certain environments (e.g. saunas or 
hot, stuffy rooms). 

One 28-year-old woman had developed panic attacks during her teens 
and gradually restricted her activities to all but essential travel in order to 
get to work or engage in other activities she considered essential (e.g. 
doctor’s appointments). She had carefully mapped out her driving routes so 
she knew where hospital emergency rooms were located in case she needed 
assistance. She feared having a heart attack or stroke as a result of panic 
sensations that included racing heart, pressure in her chest and feeling 
light-headed. She was also concerned that she might be “going crazy” and 
need to be put in a mental institution, mainly in response to feelings of 
depersonalization that accompanied feeling faint (most likely due to 
hyperventilation when she felt these disturbing sensations). She was able 
to drive for durations of about 1 hour if her boyfriend drove with her, but 
she could not fly or take public transportation even if he was with her. He 
often accompanied her on weekend errands or to social events with friends 
to enable her to attend. Generally, he was supportive, but increasingly 
frustrated with her restrictions that prevented their taking vacations 
together or visiting distant friends and family. 


OBSESSIVE-COMPULSIVE DISORDER 


If PDA is best characterized as a disorder of avoidance, OCD may best be 
characterized as a disorder of neutralization, the active escape from 
thoughts or situations that provoke considerable emotional distress. The 
individual with OCD experiences intrusive thoughts, impulses or images 
called obsessions. These ideas may be about contamination (e.g. germs, 


FAMILIES OF PEOPLE WITH AN ANXIETY DISORDER 89 


chemicals), making mistakes and causing harm, failure to prevent harm, 
and having dangerous, immoral or unacceptable thoughts (e.g. image of 
stabbing someone, idea of being gay, thoughts of molesting children). These 
unwanted thoughts produce negative emotions such as anxiety, guilt and 
shame. To stop, prevent or undo these obsessions and relieve the associated 
discomfort, people enact repetitive behaviours (compulsions), such as 
washing or checking, or mental acts, such as counting, repeating words or 
images to oneself or praying. Failing to neutralize the obsession or complete 
the compulsion brings intense anxiety, often because of imagined disas- 
trous outcomes. Closely related is the concept of thought-action fusion [5], 
that the consequences of thinking something are the same as actually doing 
it. Hence, in OCD, imagined dangers lead to a downward spiral of defen- 
sive and maladaptive rituals. 

This syndrome is illustrated in a woman who initially reported contamina- 
tion fears regarding germs and dirt, as well as both washing and checking 
behaviour to clean “infected” areas and verify that no evidence of the problem 
remained. This problem resolved during her mid-20s following a course of 
behavioural treatment in which she was exposed to the source of contamination 
(public rest rooms, floors, grass etc.) and prevented from washing or cleaning 
until her anxiety and feeling of contamination reduced. Several years later, at 
age 37, when her mother died after a lengthy illness, she became obsessed with 
the idea that “my mother might have been buried alive” and a wish to verify 
that this was not true. This included seeking reassurance from other family 
caretakers and the undertakers, and checking her memory repeatedly for 
details of her mother’s death (she had been present with other family members 
at the time of death). She also experienced contamination from “my mother’s 
essence” and avoided handling many of her mother’s personal possessions 
(purse, lipstick, clothing etc.). Not surprisingly, her sisters were increasingly 
frustrated at the repetitive questions about their mother’s death. Although her 
husband joked about her anxiety, he was upset when she avoided buying anew 
mattress he wanted because she had “magically” associated the purchase of a 
mattress with the mattress on which her mother died. 


FAMILY CONSTELLATION AND FAMILY PROBLEMS 
Families and Panic Disorder with Agoraphobia 


The clinical research literature has nearly exclusively focused on a family 
constellation in which the identified patient with PDA is a married, 
Caucasian woman [see 6 for review]. This is not entirely unreasonable, 
given that the incidence of PDA in women is twice as high as in men [7,8]. 
Interestingly, one study found that, if anything, women with PDA are more 
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likely to be married (84%) and less likely to be divorced/separated (4%) or 
“never married” (12%) than a control group of women without psychiatric 
disorders [9]. However, the Epidemiological Catchment Area Study found a 
bimodal distribution in the age of onset for PDA—15-24 years and 45-54 
years [10]—and rare cases of panic attacks and PDA have been reported in 
prepubescent children [11-13]. The implications of these findings are that 
the family constellation of a person with PDA can vary widely, including 
husbands, wives, boyfriends, girlfriends [see 14], parents of adolescent 
patients, or teenage and adult children of a parent with PDA. Indeed, 
anecdotal clinical evidence suggests that it is not uncommon for a parent 
with PDA to rely on his or her children as “safe persons” in anxiety- 
triggering situations [14]. Further, with the inclusion of conditions such as 
ataque de nervios, a panic-like syndrome found in Caribbean and Latin 
American populations [15,16], the interdependent nature of these cultures 
would greatly expand the range of family constellations that could be 
targeted for clinical research and intervention (e.g. extended families includ- 
ing aunts, uncles, cousins etc.). 

Family and genetic studies indicate an extremely high likelihood that 
panic disorder (and other anxiety disorders) run in families and will be 
transmitted from parents to their offspring. Hettema et al. [17] concluded 
from their meta-analysis of family and twin studies that the heritability of 
panic disorder is 43%, with the remaining variance in liability attributable 
to non-shared environment effects, such as traumatic events, that are 
specific to the at-risk child. Biederman et al. [18] similarly found an 
association between parental panic disorder, with or without comorbid 
major depression, and a 5- to 7-fold increased risk for PDA in offspring. 
They also found an association between parental depression and increased 
risk for separation anxiety disorder and >2 anxiety diagnoses in offspring. 
Complicating matters further, having separation anxiety disorder as a child 
may be associated with additive risk for earlier onset of panic disorder and 
PDA [19, also see 9]. These findings suggest two possible pathways towards 
PDA: direct heritability from parents and indirect heritability from 
depression in parents to separation anxiety in childhood and later 
development of panic and agoraphobic avoidance. Indeed, Barlow [20] 
posits that what is inherited in mood and anxiety disorders is a more 
general “‘proneness to anxiety” and negative affect rather than a specific 
“panic gene” per se. 

Findings about whether PDA negatively influences ratings of marital 
satisfaction are equivocal, and many authors contend that there is little 
empirical evidence supporting the assertion that marriages of people with 
PDA are essentially different from those of non-psychiatrically-disordered 
individuals [6,21]. As Carter et al. [6] noted, the suggestion that the marri- 
ages of agoraphobic women were distressed and that the pathogenic source 
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of their disorder was related to their marriages came from a series of un- 
controlled studies [e.g. 22,23], that did not use control samples and 
arbitrarily identified “good” and “poor” marriages. Buglass et al. [24] were 
the first to contradict these assumptions by suggesting that marital 
dissatisfaction is a secondary consequence of PDA onset: husbands and 
wives of PDA patients described their pre-onset marital relationship very 
similarly to husbands and wives in a control group. Differences only 
emerged post-onset. Similarly, Arrindell and Emmelkamp [25] found that 
their sample of 30 agoraphobic women and their husbands reported 
significantly higher levels of marital maladjustment than 38 non-distressed 
couples, but significantly less maladjustment than either 14 matrially 
distressed couples or 14 women with non-phobic psychiatric disorders and 
their husbands. In another controlled study, McLeod [26] examined per- 
ceived marital satisfaction in couples where neither, one or both members 
had a diagnosis of panic disorder or PDA. Wives of panic-affected 
husbands reported significantly greater levels of marital distress, but 
husbands of panic-disordered wives did not report more marital distress. 
The implication of these findings is that marriages of patients with PDA are 
not significantly different from marriages in the general population. They 
could be affected by any number of factors not necessarily related to mental 
illness, including pre-onset marital functioning and satisfaction and 
whether the husband or wife is the identified patient. Gender role expecta- 
tions may play some role here, in that men with agoraphobic wives may be 
more tolerant of their wives’ functional incapacity and their own need to 
accompany them out of the home. In contrast, wives may have less 
tolerance of the comparable situation due to cultural and gender role 
expectations of men. 


Families and Obsessive-Compulsive Disorder 


In contrast to patients with PDA, a large proportion of OCD sufferers are 
single. Only 35% of men with OCD have ever married, compared to 60- 
75% of women [for review see 27,28], and this difference may in part be 
due to the earlier onset of OCD in males. In women, OCD typically begins 
in their early 20s, whereas onset for males commonly occurs in middle 
adolescence. This earlier age of onset in males can have profound 
developmental effects that disrupt education, socialization, sexual experi- 
ence and employment. The implications of these findings are that fewer than 
half of OCD treatment-seekers could benefit from marital interventions, 
and approximately 25% of OCD adult patients will still be living with 
their parents. Indeed, many live with or maintain daily contact with 
parents or other family members [29]. 
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Studies of transmission of OCD within families indicate a modest 
tendency for OCD to occur among biological family members. The number 
of probands with OCD who have immediate family members with this 
disorder or a syndromal variant is approximately 20-25% of cases [e.g. 30- 
33]. However, other types of mood and anxiety disorders occur at high rates 
among family members of patients with OCD [30,34,35]. From a clinical 
standpoint, these findings mean that most adults who present for treatment 
for PDA or OCD will have grown up living with parents who themselves 
have some form of anxiety or depression. However, the limited information 
available indicates that relatives’ depression and anxiety symptoms are not 
significantly related to patients’ OCD symptoms or depression [36]. Some 
patients with OCD will have grown up in households where parents also 
had this disorder, and a somewhat higher percentage (30-40%) will have 
parents with obsessive traits [see 37]. However, when OCD does occur in 
parents and their children, the symptom patterns are often different [33]. 
For example, parents who have fears of harming and checking rituals may 
have children with washing rituals. This finding argues against observa- 
tional learning as a major mode of transmission of OCD symptoms, though 
it is still possible that some general attitudes are learned in this way, such as 
excessive avoidance of danger or perfectionistic tendencies. Much remains 
to be learned about the relationship of these personality patterns and beliefs 
to OCD symptoms, although some studies have reported that the parents of 
those with OCD frequently exhibit such traits [38,39]. 

Much like the findings about the marriages of patients with PDA, a 
substantial number (32-50%) of married OCD patients and their spouses 
report having distressed relationships, but average scores on most marital 
measures fall in the normative range [e.g., 27,40]. Clinical experience and 
demographic data from several studies of OCD patients suggest a relatively 
low divorce rate, as low as 3-5%, for married OCD patients [e.g., 34]. Marital 
distress was not associated with severity of OCD symptoms or negative 
mood, but patients who endorsed higher levels of marital distress engaged 
in more avoidance [41]. Referring to both spousal and parental families, 
50% of OCD clinic patients scored in the unhealthy range on one or more 
aspects of family functioning, including affective responsiveness, roles, 
family problem solving and behaviour control [42]. However, no significant 
differences were found between communication in families with an OCD 
member and normative families. 

In sum, many studies indicate that families of patients with severe 
anxiety disorders such as PDA and OCD have some dysfunction, but it is 
not clear that the degree of difficulty is substantially different from norma- 
tive families. When family problems are evident, the causal directionality 
is unclear: does the anxiety disorder worsen family functioning or does 
poor family functioning exacerbate PDA and OCD symptoms, or is the 
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relationship reciprocal? Among OCD patients, many will be living alone or 
with families of origin, rather than with spouses, and this may alter the 
nature of family intervention. Among both groups, some patients will have 
grown up with parents who themselves have anxiety problems and this 
may influence treatment outcome when patients are living with or in close 
contact with affected parents. 


FAMILY EFFECTS ON THE DEVELOPMENT OF ANXIETY 
DISORDERS 


A handful of studies [e.g., 9,43] address the question of how the upbringing 
of PDA patients may have contributed to the onset of their disorder. Using 
the Parental Bonding Instrument (PBI), which measures care and over- 
protection, Wilborg and Dahl [43] found that, compared to a non- 
psychiatric control group, patients with moderate or severe levels of 
agoraphobia recalled their parents as exercising low levels of care and high 
levels of protection. Patients with mild or no agoraphobia were no different 
from the control group in their reporting on the PBI. Laraia et al. [9] found 
similar but slightly conflicting results using a battery of self-report 
measures, but not the PBI, in 80 women with PDA and 100 women without 
a history of psychiatric disorder. The women with PDA recalled their 
childhood environments as more conflicted and their parents as less warm 
and supportive than controls, but there were no significant differences in 
reported rates of other hypothesized risk factors for PDA, such as parental 
overprotection, parental death, divorce or sexual mistreatment. While 
provocative, the retrospective nature of these studies makes it difficult to 
draw definitive conclusions. Are the cited differences in upbringing real or 
an artefact of the influence of mental disorder on memory and perception? 

In a better-controlled study of attachment to parents, Chambless et al. [44] 
asked 52 adult OCD and 35 PDA patients and their parents to complete the 
PBI. Interestingly, but perhaps not surprisingly, clients rated parents more 
negatively than parents rated themselves, especially for maternal over- 
protection and paternal care. Parents were most likely to describe their 
parenting as optimal (46% mothers, 42% fathers), whereas the majority of 
clients reported that their parents exercised affectionless control (41% of 
mothers and 43% of fathers). Clients rated mothers and fathers quite 
similarly on care (high correlation), whereas correlations between mothers’ 
and fathers’ ratings approached zero. The clients’ global view of their 
parenting experience suggests that the clients’ ratings may have more to do 
with their perceptions than with their parents’ actual behaviours. Clients’ 
ratings of their parents were not related to own mood or other pathology, 
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but poor client social adjustment correlated with low parental care and 
more overprotection. 

In the Chambless et al. study [44], mothers’ parental bonding, but not 
fathers’, was related to personality traits. Clients who reported lower 
maternal care displayed more avoidant personality traits, whereas those 
reporting higher maternal overprotection showed more passive-aggressive 
traits; both groups had more dependent traits. Overall, these findings 
suggest that poor parental bonding constitutes a general risk factor for both 
PDA and OCD. The finding that relationships were more apparent for 
maternal rather than paternal variables (especially maternal care) is not 
surprising in a country where mothers are overwhelmingly likely to be the 
primary caregivers. Overcontrolling parents may undermine the confidence 
of some offspring, who become dependent, whereas others develop indirect 
ways to resist control and excessive protection. The findings are in keeping 
with Bowlby’s [45] idea that, without a safe base in the bond with the 
parent, children become fearful of exploration and have difficulty develop- 
ing appropriate independence. 


Panic Disorder with Agoraphobia 


In a highly influential article, Goldstein and Chambless [46] distinguished 
between “simple” and “complex” agoraphobia. Simple agoraphobia was 
theorized to arise from physical disorders or drug experiences that 
engendered physical sensations mistaken for threatening cues. In contrast, 
the complex variant was hypothesized to be rooted in a pervasively fearful 
temperament, a “hysterical” tendency to misidentify and misattribute the 
source of anxiety (e.g. anxiety due to interpersonal conflict is misattributed 
to fear of crowds or traffic), and dependent personality traits that 
predisposed a person to adopt and benefit from a sick role. People with 
simple agoraphobia without personality complications were thought to 
have a better prognosis, whereas those with the complex form had more 
persistent symptoms because of the dependent role reinforced by signifi- 
cant others. Carter and Schultz [14] offer the example of an agoraphobic 
wife who becomes very competent at housework and paying bills, such that 
her husband depends on her to do these tasks. The non-disordered spouse 
may become dissatisfied with possible changes in this (albeit dysfunctional) 
equilibrium during treatment and make conscious and unconscious efforts 
to return the agoraphobic partner to a less autonomous position. 
Similarly, Friedman [47] proposed that patients with PDA elicit polarized 
behaviour from significant others to maintain their dependent role. He 
suggested that people with panic disorder viewed relatives as safety signals 
(soothing companions) or as indifferent or even punitive partners, and that 
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relatives responded similarly, in a polarized manner. That is, they either 
tried to protect the patient, thereby reinforcing pathology, or they pressured 
the patient prematurely for independent behaviour that led to more phobic 
avoidance. In some cases, the relative alternated between the two strategies, 
fostering a circular push-pull pattern that eventually produced resentment 
and entrenched panic and avoidance symptoms. 

Friedman’s observations strongly parallel the Goldstein and Chambless 
interpersonal theory of PDA, as well as the components of the predictive 
clinical construct known as expressed emotion (EE) [48]. EE consists of 
criticism (expressed disapproval of behaviour) and hostility (harsh 
disapproval or rejection of the person) and emotional overinvolvement 
(EOL, overprotective or overly doting caretaking behaviour). The criticism 
and hostility aspects seem consistent with Friedman’s observations of family 
members’ premature “pushing” of independent behaviour, whereas EOI 
resonates with Friedman’s clinical observation of permitting regressive and 
dependent behaviour. Friedman used the phrase “critical overinvolve- 
ment” to describe what he saw as the polarized reactions of these family 
members, evident in the case of an elderly woman with PDA and her 
reluctant caretaker. The latter confided to the therapist: “ ... I said damn it, I 
don’t feel good, it’s just a loaf of bread, go back, go around the corner. 
(Shouting) And I am trying to tell her to walk down the block slowly, I’ll be 
there on the stoop...Try to fight it, damn it.” Emotionally overinvolved 
overprotection is captured in this caretaking sister’s description of how she 
hovers over her sister to make sure she gets out of bed, even at the expense 
of her own physical and mental health (“...I get a tightness here in my 
chest. I have to take Inderal [propranolol] for my nerves’’). The influence of 
EE on the outcome of treatment for PDA and OCD will be discussed later in 
this chapter. 


Obsessive-Compulsive Disorder 


Several researchers have commented on the often extensive family in- 
volvement in patients’ OCD symptoms [e.g., 42,49]. These clinical 
observations mimic Friedman’s [47] reports about the families of patients 
with PDA. Cooper [50] surveyed 225 family members of adults with OCD 
and reported that 75% experienced disruption in their lives because of the 
OCD, including loss of personal relationships, loss of leisure time and 
financial problems. Indeed, nearly 75% of OCD relatives participated at least 
minimally in rituals or avoidance or modified their behaviour to accom- 
modate patients’ symptoms [51-53]. Accommodations include providing 
reassurance (>30%), active participation in rituals and/or avoidance 
at patient’s request (33-60%), taking over patient duties (>33%) and 
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modifying family activities and routines (> 35%). These efforts were usually 
intended to reduce patient distress and time spent on rituals. Not 
surprisingly, greater family participation was significantly related to family 
distress [36,51], as well as more rejecting attitudes [52]. According to 
Calvocoressi et al. [51,52], approximately 40% of family members felt 
responsible for their relatives’ OCD. Like Friedman’s clinical observations 
about PDA families, greater accommodation to OCD symptoms was also 
related to more family dysfunction, suggesting that family interventions 
may be needed to address these difficulties. 

Studying children and adolescents and their parents, Hibbs et al. [54] 
concluded that family members of patients with OCD show high levels of 
EE. Among OCD families, 82% were rated high on EE; this was twice the 
rate found among control families (41%). The children from high EE 
families also showed more physiological reactivity than those from low EE 
families [55]. Similar findings were reported in a community study [56] in 
which parents of children with separation anxiety disorder (a potential 
precursor of PDA) had significantly elevated rates of EE, particularly EOI, 
compared to those of children without psychiatric disorders. Hirshfeld et al. 
[57] found an interaction between maternal panic disorder, child behav- 
ioural inhibition (a risk factor for developing anxiety disorders), number of 
child anxiety disorders and maternal criticism. Compared to a group of 
psychiatric controls, these anxious mothers expressed higher rates of critical 
EE towards children who displayed more behavioural inhibition, regardless 
of the number of psychiatric disorders the child had. Maternal criticism was 
also associated with a higher frequency of child disorders, suggesting a 
transactional relationship between maternal panic, child temperament and 
disorder, and EE. 


EFFECTS OF FAMILIES’ INTERACTION ON TREATMENT 
OUTCOME 


Although a number of studies of predictors of immediate and long-term 
treatment outcome of PDA and OCD symptoms have been conducted, only 
a handful of these have examined family factors. Below we review this 
research, mainly for behavioural therapy (BT) or cognitive and behavioural 
treatments (CBT). 


Partner Satisfaction, Partner Inclusion and Treatment 
Outcome 


Carter et al. [6] reviewed nine studies examining the relationship of marital 
satisfaction to the outcome of women with PDA who received BT or CBT. 
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Overall, although some studies found that greater marital satisfaction 
predicted better outcome, no clear relationship was observed, especially for 
more recent better controlled studies. However, including spouses in 
treatment was associated with better treatment outcomes [58], with effects 
maintained at 2-year follow-up [59]. Along similar lines, Arnow et al. [60] 
found that adding a communication skills component to exposure therapy 
increased treatment gains significantly more than adding a relaxation skills 
component, again suggesting the importance of addressing family and 
interpersonal factors in treatment for PDA. Interestingly, no difference was 
found between using friends versus spouses as co-therapists in treatment 
[61]. Unfortunately, without a control group treated without a co-therapist, 
it is difficult to determine whether these findings speak to the more general 
importance of the PDA patient’s social support system beyond the marital 
dyad or to the possibility that treatment for PDA is not significantly 
improved by the inclusion of co-therapists. The latter possibility is 
suggested by studies with null findings for spouse inclusion in treatment 
[62,63]. However, Carter et al. [6] noted that these studies researched 
behavioural rather than CBT methods, and thus their null findings may be 
an artefact of using different treatments. 

Studies of behaviourally treated adults with OCD have yielded similarly 
conflicting findings regarding family variables as predictors of outcome. 
Several researchers have proposed that family support is necessary for 
clients to benefit from behavioural therapy [64,65], but this is contradicted 
by other studies. For example, OCD patients from distressed marriages did 
not fare worse than those from non-distressed marriages [40,41,66]. In fact, 
marital satisfaction improved after treatment regardless of pretreatment 
satisfaction, especially with regard to patient’s demands and dependency 
on spouses [41; see also 67]. Thus, BT via exposure and response prevention 
appears to be good for marriages, and initial marital distress does not seem 
to impede outcomes for anxiety symptoms. However, these studies of 
marital distress do not address the question of whether parental or other 
family support is necessary for non-married patients. The EE literature 
discussed below covers a wider range of family constellations. 


Expressed Emotion 


In an early effort to examine family predictors of outcome, Steketee [68] 
assessed self- and family-reported familial interactions in relation to treat- 
ment gains an average of 9 months after BT for patients with OCD. 
Pretreatment general social support was not a predictor of outcome, but 
poor social and familial functioning and patient-rated negative household 
interactions (anger, criticism, relatives’ beliefs that the OCD patient was 
malingering) predicted fewer gains at follow-up. Conversely, positive 
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feelings among household members predicted more improvement. These 
negative family interaction variables resemble those coded for EE in other 
patient populations, and this study led to further research on the effects of 
EE for anxiety disordered patients. 

Among the family variables examined as predictors of outcome in other 
mental disorders, EE appears to be the most studied construct. EE consists 
of five variables (criticism, hostility, EOI, warmth and positive remarks) 
coded by trained raters from the Camberwell Family Interview (CFI). The 
CFI is a semi-structured interview designed to elicit open-ended narrative 
responses about the identified patient by their relative, which can then be 
rated for each of the 5 coded responses. Numerous studies have indicated 
that high EE, defined by above-threshold ratings of criticism, hostility and 
overinvolvement, is a consistent predictor of relapse for schizophrenia 
and depression, with findings replicated in many countries [69]. Do EE and 
related constructs predict outcome for PDA and OCD? Chambless and 
Steketee [66] examined EE variables as predictors of BT outcome in a mixed 
sample of 60 OCD patients and 41 agoraphobics with moderate to severe 
symptoms; 11 patients refused to participate in this study, because relatives 
refused or the patient was unwilling to include them. Patients received 22 
sessions of exposure therapy, with no family involvement in treatment 
except a brief assessment and education about the planned therapy. 
Interestingly, the number of critical comments by family members recorded 
during the CFI ranged widely. The overall mean number was rather high 
compared to other patient samples, but few relatives displayed hostility 
(global criticism or rejection of the person rather than his/her behaviour). 
Most criticisms focused on the patient’s chronic sick role (lack of motiva- 
tion, problematic personal habits, burden to the relative) and on his/her 
anxiety symptoms [70]. Overall outcomes from the BT were quite good, 
with substantial reductions in target PDA and OCD symptoms after 
treatment and at 1-year follow-up. 

EOI was associated with more dropout, as was hostility: those with hostile 
relatives were six times more likely to drop out. Hostility also predicted poor 
outcome after treatment. The patient’s perception of more criticism was a 
significant predictor of poor outcome at post-test, and also tended to predict 
follow-up benefit. Interestingly, critical comments by relatives tended to 
predict better, not worse, outcome, a finding also reported by Peter and Hand 
[71] for panic patients treated with exposure. At follow-up, none of the EE 
variables predicted outcome, mainly because most patients who were affected 
by these family variables were no longer included in the follow-up sample, 
having dropped out or already failed to benefit. 

Emmelkamp et al. [72] included EE in their model of relapse in OCD. 
They hypothesized that relapse is likely when patients lack coping skills 
and social support or when they experience high EE in the face of stressors 
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after treatment. They suggested that problems will be further compounded 
if relatives attribute OCD symptoms to a disease process over which 
individuals have little control. This model is similar to a diathesis/stress 
model proposed for schizophrenics in which patient vulnerability to 
internal and environmental cues provokes symptoms that upset family 
members. These family members respond adaptively by engaging in 
problem solving or maladaptively by becoming overinvolved, frustrated, 
angry and/or rejecting. Maladaptive reactions are hypothesized to provoke 
more stress in the patient, leading to more symptoms and eventual relapse. 
In a partial retrospective test of this relapse model for OCD, Emmelkamp et 
al. [72] found that the combination of EE ratings, avoidant coping style and 
life events/daily hassles significantly predicted relapse (r = 0.44), whereas 
general social support did not, consistent with previous findings [68]. 
Among patients who relapsed, high EE ratings (measured only at follow-up 
rather than before treatment) were evident in three of four relapsers, but not 
in either of the two partial relapsers, suggesting that EE was partly associ- 
ated with adverse outcomes. The authors recommended involving spouses 
or family members in treatment that emphasized empathic listening skills 
and communications training. 

Research findings from these few studies of PDA and OCD outcomes are 
generally supportive of the need to take family interaction into considera- 
tion in planning treatment. With regard to EE, relative’s criticism of a 
patient to an independent observer when the patient is not present does not 
appear to be problematic, so long as it is not hostile. In fact, criticism of PDA 
and OCD behaviours may serve as a motivator for patients to obtain 
therapy and to work on their problem during exposure treatment. This is 
especially suggested by Peter and Hand’s [71] study of PDA patients and 
their spouses, one of the few studies to account for the effects of both 
relatives’ and patients’ CFl-assessed EE. These authors found that treatment 
outcome was actually better when both patients and spouses were critical of 
each other (“high EE dyad”), especially at follow-up. They interpreted this 
finding as a reflection of the couple’s willingness to address problems 
openly and honestly. Whether the same dynamic would prove predictive in 
non-spousal families has not been studied. 

Hostile criticism, however, is a serious problem and appears to make it 
difficult for patients to continue in treatment and to benefit from it. 
Chambless et al. [44] used structural equation modelling with a sample of 60 
patients with OCD and 42 patients with PDA to identify the links between 
relatives’ hostile criticism, patients’ perceived criticism, relatives’ person- 
ality traits, patients’ symptoms, and patients’ and relatives’ observer-rated 
ability to solve problems constructively. They found that relatives’ self- 
reported angry thoughts and feelings about the patient were directly 
associated with both their own hostile criticism and with patients’ perceived 
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criticism. Low rates of constructive problem solving between patient and 
relative were also linked to relatives’ hostility. Patients’ self-reported 
pathology directly predicted their own perceptions of criticism, but not 
their relatives’ hostility, suggesting a possible disconnection between hostile 
relatives’ and patients’ perceptions that may be amenable to family 
intervention. Indeed, Arnow et al.’s [60] finding that treatment for women 
with PDA was enhanced by including a communication skills training 
component for patients and their spouses suggests that bridging this dis- 
connection may be an important ingredient to successful treatment outcomes. 

Patients’ perceptions that their relatives are critical of them interferes 
with benefits from treatment [66,73]. Perceived criticism has been linked to 
the relatives’ awareness of their own criticism and with a lack of relatives’ 
positive comments, suggesting that patients are at least partly correct in 
their perceptions. However, perceived criticism is also correlated with 
negative personality traits in the patient (although not with the severity of 
their target anxiety problems [73]), indicating that some aspects of this 
perception may simply reflect the patient’s own negative attitudes that also 
interfere with benefits from therapy. More research is needed to clarify how 
perceived criticism works and whether it requires change in the patient, the 
relative or both. While these questions remain to be clarified, a growing 
body of clinical evidence suggests that problem-solving skills training for 
both patients and relatives will prove useful in resolving some of the PDA 
and OCD symptoms. Steketee et al. [29] have suggested assessment and 
intervention strategies for reducing criticism, overinvolvement and hostility 
during BT for OCD. Their proposed techniques parallel those of Friedman 
[47] for reducing the polarized responses (“critical overinvolvement’’) of 
relatives of PDA patients. 

Excessive accommodation on the part of relatives has also proved 
problematic. In a small sample of 17 OCD patients, Amir et al. [36] reported 
that greater family accommodation and modification of routine correlated 
with more severe OCD symptoms after treatment. One possible reason is 
that overinvolvement and accommodation decrease patients’ sense of self- 
efficacy. More research is needed to determine whether EOI is closely 
linked to relatives’ excessive accommodation to patients’ wishes with 
regard to OCD symptoms. So far, the link between these constructs has not 
been examined and, since both appear to generate problems for the family 
as a whole, understanding them better will be important in determining 
how to intervene. 


FAMILY-FOCUSED TREATMENT INTERVENTIONS 


Research on chronic mental illness suggests that group treatment and multi- 
family group interventions may have some advantages of efficiency and 
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cost effectiveness over other formats for delivery of behavioural treatment 
[74,75]. These methods may facilitate stress reduction and problem-solving 
skills via ventilation and modelling within the group context. In view of the 
often extensive involvement of family members in the rituals and avoidance 
of PDA and OCD patients and the apparent predictive capacity of family 
variables in several studies of PDA and OCD, it is reasonable to hypothesize 
that treatments that include family members will be beneficial for many 
PDA and OCD patients and their families. Of interest in evaluating the 
outcome of such treatments is the determination of the processes by which 
these methods have their effect. The literature on outcome prediction 
indicates that fruitful avenues are likely to include assessment of EE, 
perceived criticism and perceived family functioning. 

The family treatments for PDA and OCD outlined below enlist family 
members as co-therapists and informants in CBT. CBT focuses on reducing 
patients’ behavioural symptoms (avoidance for PDA, rituals and avoidance 
for OCD) by exposing them to feared situations and changing their 
dysfunctional thoughts and beliefs. Cognitive and behavioural theories of 
PDA and OCD [see 4,5] posit that anxious symptoms are maintained by 
dysfunctional thoughts (e.g. belief in the catastrophic consequences of 
contamination by germs or being short of breath) and the avoidance of 
opportunities to test the validity of these beliefs. Over time, people with 
PDA and OCD have learned that they can reduce their anxiety through 
symptomatic behaviour and increasingly rely on these dysfunctional 
strategies to the point where they believe that they cannot function without 
them. CBT strategies gradually expose patients to feared situations with the 
strict instruction that they cannot use their compensatory (safety) behav- 
iours. Ideally, patients learn that they can function despite anxiety and that 
the catastrophic consequences they fear are highly unlikely to occur. Teach- 
ing patients cognitive restructuring techniques to question and challenge 
their dysfunctional beliefs is a useful tool for helping patients engage in the 
behavioural exercises. Rather than assume that they are imprisoned by their 
anxiety, questioning the validity of their beliefs gives patients the possibility 
that they can change their lives for the better. 


Family Treatments for PDA 


Cognitive-behavioural interpersonal family therapy for PDA [14,76] enlists 
the patient’s spouse as co-therapist in an essentially cognitive-behavioural 
(i.e. cognitive restructuring and exposure-focused) programme for treating 
the patient’s symptoms. However, time is allotted for both members of the 
couple to air frustrations, thoughts and concerns about the effects of the 
symptoms, both positive and negative, on their marital relationship. Gore 
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and Carter [76] offer the example of a woman with PDA whose fear of being 
abandoned by her spouse for not getting better quickly enough paradox- 
ically inhibited her from working on her homework exercises. Discussing 
these fears opens the door to learning new communication patterns that are 
less anxiety triggering, thereby facilitating treatment. The additive benefit 
of including spouses in CBT for PDA has been demonstrated in a number 
of small-sample controlled outcome studies [for review, see 6]. Although 
promising, these findings have yet to be replicated in large-sample, 
controlled studies. 

Friedman [47] reported that his integrated CBT and family systems 
approach to treating PDA had a low dropout rate (5%), comparable to that 
of Barlow et al.’s [58] controlled study of the additive benefit of including 
spouses in PDA treatment. Friedman also proposed that only 10-15% of 
PDA patients have anxiety symptoms severe enough to warrant the addi- 
tional inclusion of family members in treatment. He suggested that these 
severe clients are especially likely to drop out or relapse in the event that 
their family members decline his invitation to become even “minimally 
involved’’. Although promising, these anecdotal reports require substantia- 
tion via empirical replication in controlled outcome studies. 


Family Treatments for OCD 


Several researchers have noted advantages for support group involvement 
of both patients and family members. Marks et al. [77] employed an open- 
ended monthly group for family members and patients who had completed 
initial individual BT for OCD. Family members discussed the impact of 
OCD symptoms on the family and plans for coping strategies, and patients 
rehearsed behavioural exercises in the group. Recently, several reports have 
outlined psychoeducational foci for time-limited family support groups, 
including sessions on diagnosis, assessment, theories of OCD, BT including 
exposure and stopping rituals, medications and prevention of relapse 
[50,78,79]. Psychoeducational group goals included improving self-esteem, 
sharing feelings and experiences, accepting patients’ realistic limitations, 
and learning strategies for coping with OCD symptoms. The use of co- 
leaders to respond adequately to the emotional needs of group members 
was encouraged. These reports noted high participant satisfaction with 
educational groups, but provided no outcome data. 

As with other anxiety disorders, most quantitative family research in 
OCD has focused on the effect of including family members in BT. Case 
studies showed advantages to parental involvement in treatment for 
children and young adults [80-82]. In a controlled study with a small 
sample, Emmelkamp and DeLange [83] compared the outcome of Dutch 
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clients treated behaviourally with or without the spouse as co-therapist. 
Unfortunately, the content of interventions aimed at reducing conflict or 
enhancing communication was not described. Patients treated with spouse 
assistance improved more at post-test, but not at follow-up. In a second, 
larger study of 50 subjects, spouse assistance made no difference in 
outcome either after treatment or at follow-up, although improvement in 
marital satisfaction was reported [40]. It is noteworthy that, in these studies, 
spouses were not specifically trained in communication with the patient 
regarding their symptoms, but in a later report, Emmelkamp et al. [72] 
encouraged the inclusion of partners and emphasized empathic commu- 
nication as an important factor in outcome. 

Emmelkamp et al.’s negative findings regarding spouse involvement in a 
Dutch sample are contradicted by Mehta’s [84] study of family involvement in 
treatment in India. Involving family members in exposure and response 
prevention treatment for 30 patients led to significantly greater gains in OCD 
symptoms, mood state, and social and occupational functioning compared 
with unassisted treatment. This added benefit was evident at post-test and 
at follow-up. Unlike Emmelkamp’s study of spouses only, Mehta’s sample 
included an equal number of spouses and parents. Non-anxious, firm family 
members were more successful in providing support and supervision than 
anxious and inconsistent ones, and especially those who engaged in argument 
and ridicule. This treatment was also longer and more intense (24 sessions in 
12 weeks) than the 8 sessions in 5 weeks of Emmelkamp and colleagues. It is 
also possible that Mehta’s study employed a less confrontational family role, 
that according to Hafner [85] might help reduce family hostility. The 
discrepant findings could also reflect cultural differences in the style of 
family interaction, especially if Indian families were lower on EE, as findings 
from other studies suggest [86]. 

Two studies have focused on reducing family accommodation to OCD 
symptoms. Thornicroft et al. [87] reported an uncontrolled effort to reduce 
relatives’ involvement in OCD symptoms. Their inpatient treatment pro- 
gramme in the UK emphasized self-treatment and teaching relatives to 
assist in the therapy programme. BT included standard exposure and 
response prevention plus strategies for self-control and social skills training. 
The family component focused on reducing relatives’ involvement in rituals 
by training them to monitor patient behaviour and encourage self-exposure 
in a non-critical manner. Relatives practised under the therapist’s super- 
vision on the ward. This programme produced decreases in OCD 
symptoms of about 45% at discharge (n=45) and 60% at a 6-month 
follow-up (n = 22), with concomitant improvement in functioning ranging 
from 33% (work) to 48% (home) at follow-up. These results were excellent 
for this severe inpatient population who scored in the extreme range on 
disability from OCD symptoms. 


104 FAMILIES AND MENTAL DISORDERS 


A more recent and better controlled trial by Grunes et al. [88] examined 
the benefits of relatives’ participation in an 8-week psychoeducational 
group designed to help reduce accommodation to OCD symptoms, in 
which 28 patients who received individual exposure and response preven- 
tion were randomly assigned to have their relative participate in the family 
group or not. Patients whose family member was involved in the group had 
greater reduction in OCD symptoms (32% reduction in a standard measure) 
and in depressed mood compared to those whose relatives did not 
participate (12% reduction). Benefits were maintained at a 1-month follow- 
up. The gains in the latter group are quite low compared to usual benefits 
from outcome trials using BT but, since this group of patients was 
considered generally treatment refractory, it appears that the family 
intervention was especially helpful. In addition, relatives who participated 
in the educational group experienced a reduction in family accommodation 
as well as depressed and anxious mood. Which aspect of change in 
relatives’ behaviour played a role in improved outcome in the patients is an 
important question for future research. 

In another study of family intervention, Van Noppen et al. [75] completed 
an uncontrolled study of the effects of 10-12 weeks of multi-family 
behavioural treatment for 19 OCD adults and their family members. Family 
members and patients together received education about OCD and 
exposure treatment and were taught family contracting for behaviour 
change, along with direct exposure during family group sessions. Six 
monthly follow-up sessions helped families review progress and identify 
additional needs. OCD symptoms reduced by 26% and gains were main- 
tained at follow-up, with additional benefits evident in family functioning. 
Poorer family functioning on roles and communication predicted worse 
outcome. These findings suggest that group interventions that involve 
family members are beneficial, especially over the long term, but the gains 
were modest compared to those produced by individual BT programmes. 
Nonetheless, they argue for the need for further study of this cost-effective 
multi-family method, which has also proved very useful for treatment of 
patients with chronic mental illness [74]. 

An indirect study of family-related interventions is found in Hiss et al.’s 
[89] test of relapse prevention treatment appended to exposure and response 
prevention. They compared this to a placebo intervention called “associative 
therapy”. The relapse prevention included a session with a significant other 
in which maladaptive interpersonal problems such as anger and criticism 
and unrealistic expectations by relatives were addressed, along with other 
components designed to reduce stress-related exacerbation of symptoms. 
The addition of the relapse prevention content led to fewer relapses in OCD 
symptoms and to less depression and anxiety compared to placebo, but 
whether the intervention with relatives contributed to this is unknown. 
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Recent reports of family intervention with childhood OCD are particularly 
promising. Piacentini et al. [90] provided data on the use of psychoeducation, 
disengagement from the child’s OCD symptoms (reduced accommodation) 
and interventions for conflict and family disruption. Nearly 80% of 42 patients 
responded well (much improved) to this protocol, although not all received all 
of the family components. Waters et al. [91] provided pilot data on the efficacy 
of a 14-week cognitive-behavioural family treatment for 7 children with OCD. 
Treatment included components on education, parental participation in 
childhood relaxation training, reduction of accommodation, parental anxiety 
management, family support and problem-solving skills training. This 
treatment package led to considerable benefits for 6 of the 7 children at 
post-test, with a 59% average reduction in OCD symptoms and scores in the 
normal range for all at 3-month follow-up, although one child relapsed 
partially. Family accommodation also improved substantially. These child- 
hood studies are particularly promising and suggest that, when treated early 
with family involvement, OCD symptoms can be much reduced, if not 
eliminated, in many children. 

The above studies are not yet so definitive that they clearly establish 
whether relatives’ involvement in BT of OCD significantly enhances 
outcome. However, findings appear promising. Fine-grained analyses 
have not yet indicated what traits characterize patients and family members 
who respond to these methods. Findings from the extensive literature on 
family characteristics of patients with schizophrenia that have predicted 
outcome of family treatment for this disorder offer some direction for 
research on OCD in this regard. 


CONCLUSIONS 


Overall, what is needed is a model for the effects of criticism, hostility and 
EOI on patient symptoms and on therapy outcome. Such a model must 
explain the findings and include illness variables and personality features. 
For example, the patients’ personality features and events in their lives are 
likely to influence their perception of criticism and the degree to which 
relatives respond to them with hostility. Further, trait anxiety is likely to 
affect both relatives’ and patients’ affective reactions (less positive reactions 
and more negative ones) and coping deficits, especially the lack of problem- 
solving skills. Family EOI and accommodation to symptoms may further 
reduce patients’ self-efficacy and coping or problem-solving skills, perhaps 
especially in OCD. These features will undoubtedly contribute to state 
anxiety, avoidance and rituals in both disorders. The implications of such a 
model and of the findings reported here are that it will be especially 
important to reduce relatives’ hostility. This requires helping hostile 
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relatives to re-examine their attitudes toward the patient and the disorder 
and learn better problem-solving skills. This is especially suggested by 
Chambless et al.’s [44] structural equation model linking relatives’ poor 
problem-solving skills to their expressed hostility, which in turn is 
associated with patients’ perceived criticism of their relatives. If these 
methods fail, therapists may need to help patients distance themselves from 
these relatives. 

Based on the research findings to date, we make the following recom- 
mendations for intervention. We suggest psychoeducational interventions 
for family members who are unfamiliar with PDA and OCD, who 
accommodate to patients’ symptoms and who tend to be critical and/or 
negative in their attitude. These interventions should include information 
about the biological, psychological and social aspects of PDA and OCD, and 
about the adverse effects of family accommodation and strategies for 
extricating themselves from this type of behaviour. For example, blaming 
the therapist is one way for family members to resist involvement in rituals 
such as reassurance seeking. Even more useful may be behavioural 
contracting in which family members agree aloud on who does what 
with whom to limit rituals and family involvement and increase exposure 
and reduction in agoraphobic avoidance or obsessive anxiety. The effects of 
hostile criticism may best be addressed by determining the source of the 
hostility and correcting any blaming beliefs and attributions about the 
causes of the behavioural symptoms when this is feasible. Finally, family 
education should include information about the treatment procedures and 
their likely effects and side effects (e.g. patient distress from exposure and 
response prevention). 

Only cooperative family members should be invited to assist in treat- 
ment, and instructed in the role of coach, supporter and cheerleader. 
Desirable traits in relatives for assisting in treatment might be similar to 
those found helpful for therapists: respectful, understanding, interested, 
encouraging, challenging, explicit, having a sense of humour, and not being 
permissive or fostering dependency, which have been found unhelpful. 
Excessive behavioural and emotional involvement should be discouraged, 
so that patients are able to undertake therapy decisions independently. 
Patients must learn for themselves how to tolerate exposure when panic 
symptoms arise or obsessive thoughts intrude and they need to control their 
avoidance and rituals. Relatives may need to learn how to avoid arguments 
about tasks and roles during the therapy process while re-establishing 
normal family routines. 

In addition, family therapy may be needed to support relatives in dealing 
with frustrating patient behaviours and to encourage more positive com- 
munication and reduce anger expression. Communication training has 
rarely been part of family treatments, except on an informal basis, but, as 
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suggested by Arnow ef al. [60], may be especially helpful regarding 
managing the symptoms themselves. This applies particularly to relatives 
who themselves are affected by anxiety disorders or anxious traits, and may 
also need help to improve their own functioning. Role playing of 
conversations, learning to identify and stop hostile comments, correcting 
faulty beliefs about the patient, finding creative solutions for problems, and 
engaging in behavioural contracting may prove useful. Such interventions 
are likely to require longer treatments or perhaps sequential phases of 
treatment involving family members and working to increase patient skills 
and self-efficacy and relatives’ communication and problem-solving skills. 
These may prove especially helpful for treatment refractory patients who 
have not benefited readily from standard cognitive-behavioural and phar- 
macological methods. 
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INTRODUCTION 


Eating disorders have their onset mostly in late childhood, adolescence and 
early adulthood. As a consequence, the family of origin is deeply involved in 
the illness. This applies in particular to anorexia nervosa, where in the 
majority of cases the onset of the disease is below the age of 16. The 
emaciation of anorexia nervosa, with all the related physical consequences 
endangering life, the clearly defined problem of “not eating” and the 
apparently simple solution “to eat” have a profoundly frustrating and 
distressing impact on the family. Thus, parents and other relatives are drawn 
into an intense form of caregiving. Bulimia nervosa has a later age of onset, 
with the majority of cases occurring over the age of 18, and the symptoms are 
much more secret. The behaviours are hidden and there is no overt conse- 
quence on weight and possibly on general health. Partners or friends may be 
involved, but the apparent need for care is much less expressed. 

The public stigmatization of eating disorders and, in particular, the 
widespread belief that people with eating disorders are to blame for their 
illness and that the difficulties they face are self-inflicted [1] may contribute 
to the difficulties faced by caregivers. 


THE IMPACT OF EATING DISORDERS ON THE FAMILY 


There are problems in interpreting research in this area, because there have 
been few studies and most of them have been small. Also, most studies 
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examine cases presenting for treatment at specialized centres or attending 
events for carers, whose representativeness is doubtful. Research into this 
area has focused upon the levels of distress and dysfunction in the family, 
which may be a complex mix of cause and effect. A few studies have 
examined the caregiving burden and considered models of caregiving 
within the family. 


Anorexia Nervosa 


Several features of anorexia nervosa are likely to create frustration and 
distress within the family. First, every meal becomes a problem, with 
implications for all aspects of the purchase and preparation of food. This 
leads to a profound disruption of all social activities, and the family be- 
comes very isolated. Furthermore, it is impossible to disguise the overt 
signs of the illness, and carers experience high levels of stigma. 

An additional burden is related to the associated behaviours, such as 
excessive activity, compulsions, the need for a rigid timetable, and high 
standards of cleanliness and tidiness. The parents’ anxiety over the patient’s 
physical health is often severe and has a profound impact on their life, 
disrupting sleep and making them irritable or depressed. The person with 
an eating disorder is often also angry, hostile and depressed. It is common 
for parents to be shocked by the changes in their daughter’s temper. 
Moreover, parents are plagued by feelings of inadequacy and self-blame. 
Individuals with anorexia nervosa strongly defend their behaviours and do 
not wish to change and to receive help [2]. A recent book by a carer 
illustrates some of these difficulties [3]. 

We found high levels of unmet needs and psychological distress in carers 
of patients with anorexia nervosa [4,5]. Carers also experience a great 
number of difficulties in their caregiving role [5]. Indeed, the carers of 
people with anorexia nervosa had higher levels of difficulties and distress 
than those of people with schizophrenia. Caregivers’ distress was related to 
the levels of unmet needs as well as to the difficulties in the caring role, and 
there were many negative attributions about the illness [6]. Caregivers con- 
ceptualized the illness as arising as part of the patient’s personality and 
believed that they had little control over the illness but that the patient had 
some control. 


Bulimia Nervosa 


We consider in this section also eating disorders not otherwise specified 
that resemble bulimia nervosa. 
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Several features of bulimia nervosa are likely to create distress within the 
family. First, the family faces numerous practical difficulties. Large quan- 
tities of food are consumed during binges, with the relevant economic 
burden. The purging behaviour creates problems with bathroom use and 
function. The patient’s preoccupation with weight and shape leads to pro- 
longed grooming/self-care activities and reassurance seeking. Additional 
behaviours such as stealing, self-harm, alcohol/drug abuse and other forms 
of impulsivity add to the family’s difficulties. 

Furthermore, the emotional climate is coloured by anxiety and depression. 
Carers themselves are also likely to experience a wide range of negative 
emotions, e.g. anxiety relating to the physical risks associated with the illness, 
feelings of revulsion and disgust about bingeing and purging behaviours, and 
feelings of self-reproach and self-blame. Individuals with bulimia nervosa are 
often ambivalent about their wish to change and to receive help [7]. 

One study explored the impact of patient factors, carer factors and rela- 
tionship characteristics on experiences of caregiving and mental health in 
112 carers of 68 young subjects with bulimia nervosa/eating disorders not 
otherwise specified prior to specialist treatment [8]. More than half of the 
sample reported some mental health problems and a minority (5.4%) were 
experiencing considerable distress. The profile of General Health Ques- 
tionnaire scores was very similar to that found in a sample of carers of 
individuals with anorexia nervosa. The levels of difficulties in most areas of 
caregiving were comparable to those observed by Treasure et al. [5] in carers 
of more chronically ill inpatients with anorexia nervosa and higher than 
those observed in carers of individuals with psychosis. This is surprising, 
since the sample was young and relatively homogeneous in terms of both 
short duration of symptomatology and treatment naivety. As in people with 
anorexia nervosa, dependency and loss were the subscales of the Experi- 
ence of Care Giving Inventory with the strongest relationship to caregiver 
mental health problems. A negative experience of caregiving was found to 
predict carer mental health status. Two relationship factors, expressed 
emotion (as reported by the patient) and weekly contact hours, were 
observed to function as predictors of a negative experience of caregiving, 
jointly accounting for 18% of the variance. 


SIBLING, MARITAL AND CHILDREARING ISSUES 


Sometimes siblings report feeling left out of the eating disorder and its 
treatment because parents want to protect them. They generally prefer to be 
part of the discussions. Their own problems and worries may be neglected. 
Also, they may be angry and resentful about the effects that the eating 
disorder has upon the family: for example, their mother may be in tears 
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all the time or the father may shout and be angry. This may lead to some 
siblings leaving home prematurely. 

Although anorexia and bulimia nervosa typically occur in adolescent 
girls, they often affect adult women. Since these older patients may live 
with a partner, their disorder may affect the marital relationships and, vice 
versa, marital relationships may have an impact on the course of the 
disorder. 

The clinical literature, based almost exclusively on descriptive case 
reports, emphasizes that married patients and their partners often report 
significant dissatisfaction with their relationship, and consider their marital 
problems to be the consequence of the patient’s eating disorder. It was 
reported that couples in which one partner had an eating disorder lacked 
openness, had a low level of marital intimacy, and deficient communication 
skills [9]. These problems may interfere with the constructive evolution of 
marriage and may represent an obstacle to recovery from the eating 
disorder. 

Moreover, many of the older women with an eating disorder have chil- 
dren, and the disorder may influence their childrearing practices. Indeed, 
the mother’s preoccupation about shape and weight and her fear of fatness 
may cause her to underfeed her children and to become critical of her 
adolescent children’s appearance and eating habits. Alternatively, the pre- 
occupation with food, eating and shape may interfere with her sensitivity 
and responsiveness to children’s needs. Studies investigating the child- 
rearing attitudes of mothers with eating disorders have reported that these 
women are overconcerned about their children’s weight and feeding and 
exhibit a general disruption of parenting. In a controlled study [10], mothers 
with and without eating disorders and their 1-year-old children were 
observed at home during both mealtimes and play. As compared to con- 
trols, eating disorder mothers were more intrusive with their infants during 
both mealtimes and play, and expressed more negative emotions during 
mealtimes but not during play. The children of eating disorder women 
weighed less than those of control women and their weight was inversely 
related to the amount of conflict during mealtimes. These changes seem to 
be specific to mothers with eating disorders: in a study of infants of eating 
disorder women compared to infants of mothers with postnatal depression 
and of healthy controls, it was found that the former weighed less than the 
other two groups [11]. The strongest predictor of infant weight was the 
extent of the mealtime conflict between the mother’s willingness to control 
the infant’s feeding and the infant’s need for autonomy during mealtimes. 
In a subsequent work by the same authors [12], it was evident that the 
conflict arose not because the mothers intended to be punitive, but because 
the mother’s eating psychopathology disrupted aspects of parental 
functioning such as the appropriate responsiveness to infant cues preceding 
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the meals and the adequate management of their own concerns around 
infant self-feeding and food refusal. 


UNHELPFUL INTERACTIONS 


An eating disorder in the family can lead to a variety of unhelpful reactions 
and interactions. It is common for parents to have an extreme emotional 
reaction. They may feel highly anxious and depressed, with thoughts of self- 
blame, failure and worthlessness. This may be accompanied by perceptions 
of stigma from other people. Alternatively, some parents become very angry 
and try to sort out the problem. They then get extremely frustrated when 
change does not happen. This may lead either to an escalation of the 
measures of verbal control, e.g. shouting or intimidating, or to withdrawal. A 
third type of reaction is to avoid facing the difficulty. This involves letting the 
disorder progress without doing anything, for the fear of upsetting the 
daughter, or of being blamed or intruded upon if they go and ask for help. 

Several parents get into what we call the “compulsive caring” mode, in 
which they feel they need to do all they can to care for their daughter. They 
are terrified of saying anything wrong and preoccupied that they have done 
absolutely everything that is necessary. This often means that the parents 
take over all responsibility and decision making for their daughter. This can 
be unhelpful as it encourages the person with anorexia nervosa to regress 
and become very dependent and ever more demanding. It also gives the 
implicit message that the world is a threatening place, and that the patient 
does not have the capacity to deal with it and requires protection. This can 
prevent the person with anorexia nervosa from changing, maturing and 
developing new attachments with peers. 

Another unhelpful mode of interaction is when a parent tries to logically 
argue with his/her daughter to make her see the inappropriateness of her 
behaviour. This may mean that they can spend hours in discussions and 
arguments. One disadvantage of this pattern of behaving is that it allows 
the anorexic person to rehearse and articulate her anorexic beliefs. These 
beliefs are not amenable to any form of logic as they are emotionally rooted. 
Thus this behaviour tends to perpetuate rather than suppress symptoms. 
This pattern can easily lead to an escalation of the response, with the 
parental figure becoming more punitive or angry. 


FAMILY BURDEN AND COPING STRATEGIES 


It is clear from the above that eating disorders have a profound impact on 
the patients’ families. In spite of this, the family burden in anorexia and 
bulimia nervosa has rarely been the subject of systematic research. 
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Santonastaso et al. [13] conducted a pilot study exploring burden in fam- 
ilies of those with eating disorders and found that the burden of care 
experienced was comparable to caring for someone with schizophrenia. 
This study is the only published one including eating disorder participants 
with a diagnosis other than anorexia nervosa, and the results suggest that 
carers of individuals with bulimia nervosa may experience fewer 
difficulties than those caring for individuals with anorexia nervosa. 

We assessed the burden in a sample of key relatives of 51 women with 
bulimia nervosa, purging subtype [14]. We found that the subjective burden 
was higher than the objective one. Moreover, the relatives’ perception of 
the support received from the social network and professionals, as well as 
the levels of the positive attitudes toward the patient, were quite high, while 
the levels of criticism were low. These data suggest that the family of the 
patients with bulimia nervosa could provide a substantial support in the 
treatment of this pathology. 

Awakening during the night, negative effects on family life and con- 
straints in social activities were the objective burden variables receiving the 
highest scores among the relatives of bulimic patients. Feelings of loss and 
depressed mood were the psychological reactions most frequently experi- 
enced by those relatives. 

No significant correlations were found between the levels of subjective 
and objective burden, on the one hand, and the relatives’ sociodemographic 
characteristics, the severity of the patients’ eating-related psychopathology, 
the duration of the illness, and the frequency of binge/vomiting episodes, 
on the other. Moreover, no difference in the levels of burden was observed 
between the relatives of bulimics with or without comorbid Axis I and/or 
Axis II psychiatric disorders. 

In this sample of key relatives of patients with bulimia nervosa, we also 
investigated the coping strategies adopted by the relatives. Seeking 
information about the disorder (88% of the sample), seeking advice about 
how to behave in critical situations (86%) and seeking spiritual help (84%) 
were the most frequently adopted strategies. While 50% of the relatives had 
some form of collusion with the patient, most of them encouraged the 
patient to maintain her interests and/or to look for some new ones. 
Interestingly, more than half of the relatives avoided having meals with the 
patient. 

The study of the coping strategies of the families of patients with eating 
disorders may have significant therapeutic implications, since improving 
the way in which relatives deal with the burden, especially lowering their 
levels of criticism and overinvolvement, may have a positive impact on the 
course and the outcome of the disorder. Furthermore, alleviation of the 
family’s subjective burden may have beneficial effects on the relatives’ own 
mental health. 
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FAMILY INTERVENTIONS FOR EATING DISORDERS 


The role of the family in the treatment of anorexia nervosa was already 
mentioned in the 19th century as the need to separate the patient from her 
family (parentectomy) [15], reflecting the implicit belief that parents are 
faulty with respect to the development and/or the severity of their daugh- 
ter’s illness [16]. 

The first theories about family interactions and usefulness of family 
therapy were formulated by Minuchin and colleagues [17] and Selvini 
Palazzoli [18] in the 1970s. Although the two theories were developed 
independently, they share some aspects. In both theories, the anorexic 
family was described as having specific characteristics: the closeness of the 
relationships within the family, the blurring of boundaries between 
generations, and a tendency to avoid open disagreement and conflict [19]. 
Structural family therapy, as developed by Minuchin and co-workers [17], 
seeks to change dysfunctional transactional patterns within the family 
system by providing instructions about how to deal with the symptoms, 
encouraging some types of family interaction and limiting others. Strategic 
family therapy [18], on the contrary, uses indirect and paradoxical inter- 
ventions in the attempt to stop the maladaptive circular system adopted by 
the pathological family. 

Subsequent theories and approaches reflect the tendency to develop 
integrated treatments for patients with eating disorders, combining cogni- 
tive, behavioural and family interventions. This integrated approach is the 
logical consequence of the multifactorial models [e.g. 20] formulated to 
explain the development of eating disorders. According to Garner’s model 
[20], the family can play a role both in the development of the disorder (as a 
risk factor) and in the vicious circle that tends to maintain the disorder 
(maintenance factor). This model suggests that psychoeducational 
interventions can be useful in the treatment of eating disorders. These 
interventions, indeed, do not imply that every family with an eating dis- 
order is pathological and needs to be treated. On the contrary, they 
emphasize the role of parents as educators or co-therapists to help the 
patient to face the maintenance factors of his/her illness. A psychoeduca- 
tional intervention can also have the aim of decreasing the negative 
expressed emotion of the family, that has detrimental effects on the 
outcome of the disorder [21-23]. Recent models of family therapy usually 
include psychoeducational and information elements that address the risk 
and maintenance factors of the disorder and the problem of criticism within 
the family [19]. Although generally there are few data about the effec- 
tiveness of treatments in anorexia nervosa, family therapy represents an 
exception. Furthermore, in the literature there is an increasing interest in 
understanding the indications of the different family interventions. 
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Most of the recent research on family therapy comes from the Maudsley 
Hospital group [19]. Their model, based on an integration of the structural 
and the strategic models with psychodynamic elements, represents an em- 
pirically based approach shaped by a series of controlled trials [22,24—26]. 
While one of the limitations of existing studies on the effectiveness of 
treatments in anorexia nervosa is the lack of differentiation between age- 
specific groups, the first of the controlled trials of the Maudsley Hospital 
group indicated that family therapy was specifically more effective than 
individual supportive therapy in patients with anorexia nervosa with an 
early onset (less than or equal to 18 years old) and a short history of illness 
(less than 3 years). The differences regarded weight gain and other more 
general clinical dimensions [24,27]. 

The Maudsley model of family therapy limits the use of the typical 
“strategic” techniques, aiming to help the family to break the usual pattern 
of conflict avoidance. Since in eating disordered families conflicts are often 
linked to feelings of guilt and blame [19], in the first phases of therapy these 
techniques should be used with caution, given the detrimental effects of 
criticism and hostility on therapy outcome [23] and on treatment engage- 
ment [21]. On the contrary, they pay particular attention to familial 
criticism, analysing both individual and family mechanisms involved in 
hostility and feelings of guilt. Family interventions in which parents are 
seen separately from their adolescent daughters seem to be more indicated 
for families with high levels of criticism and hostility [22]. Moreover, in 
adolescent anorexia nervosa, therapists usually invite the parents to take 
control of their daughter’s eating [19] as the first step of engaging parents as 
co-therapists. 

The controlled treatment studies assessing the effectiveness of family 
therapy have shown that, for adolescents with a relatively short history of 
anorexia nervosa, there is a significant positive response both at the end of 
treatment and at follow-up [24,25]. The first study compared family therapy 
with individual supportive therapy performed after an inpatient treatment 
[24]. A 5-year follow-up confirmed the beneficial effects of family therapy in 
comparison to individual therapy in patients with adolescent onset and 
short duration of illness. In patients with adolescent onset and a duration of 
illness of more than 3 years, there was no difference between family therapy 
and individual therapy at the end of 5 years. In patients with an age of onset 
of more than 18 years, individual therapy showed a somewhat better 
outcome than family therapy, although the difference was not statistically 
significant [25]. 

In a study of 90 adolescents with acute anorexia nervosa, traditional 
inpatient treatment was compared to outpatient individual and family 
psychotherapy, outpatient group therapy for both patients and their parents 
treated separately, and no active treatment [28]. The 6-month, 1-year and 
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2-year follow-ups [28,29] showed that the group that received the out- 
patient therapy had a significantly better outcome than the no-treatment 
group. 

The study by LeGrange et al. [22] randomly assigned 18 adolescent 
patients with anorexia nervosa to receive either conjoint family therapy 
(Maudsley model) or a separated family intervention. The difference in 
weight gain for the two groups was not significant. An extension of this 
study [26] demonstrated that considerable improvement in nutritional and 
psychological status occurred in both groups. However, for those patients 
with high levels of maternal criticism towards the patients, the separated 
family therapy was superior to the conjoint one. Both groups improved 
with respect to expressed criticism. 

Another controlled trial [30] compared behavioural family system ther- 
apy with ego-orientated individual therapy plus family counselling. Both 
treatments were effective with few differences at the 1-year follow-up. 
However, the family therapy group showed a significantly greater weight 
gain and greater change in maternal communication. 

Finally, a recent study [31] randomized 25 hospitalized adolescents with 
restricting anorexia nervosa to receive either family therapy or a family 
psychoeducational group intervention for 4 months during the inpatient 
treatment and after discharge. No significant group differences were found 
on any of the outcome measures, including weight. 

Overall, clinical trials including some type of family intervention support 
the idea that, in adolescent anorexia nervosa, parents should be part of the 
treatment programme. Evidence also tends to support the idea that family 
interventions are more useful for cases with onset before the age of 18 and 
that a separated family counselling or therapy is more indicated in the case 
of high criticism in the family. More research is needed to explore whether 
family therapy can be useful in adult patients with anorexia nervosa or in 
patients with bulimia nervosa. Published studies evaluating the outcome of 
family treatments in adult patients are less positive than those in adoles- 
cents [32,33] with respect to general outcome. The outcome tended to be 
very similar in patients receiving family therapy and in those receiving 
individual psychotherapy. So, there are no data to support an additional 
benefit in the use of some type of family approach in adult patients with 
anorexia nervosa. Few data are available about which type of treatment 
tends to be more effective in alleviating the family burden associated with 
eating disorders [34]. Finally, there are no evidence-based data about 
the effectiveness of family therapy in normal-weight bulimia nervosa. 
Since bulimia nervosa usually has an adult onset, treatment research did 
not consider family therapy as a possible choice. However, family coun- 
selling could lead to an improvement of family burden and/or familial 
criticism, when patients with bulimia nervosa are still living in the family. 
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In pre-pubertal bulimia nervosa, the involvement of parents is considered 
essential [35], although no systematic studies are available. 


CONCLUSIONS 


The relatives of eating disorder patients tend to be overwhelmed by their 
caring role, which involves being faced with the key symptom at each meal 
time and often additional night time disturbance. The burden is com- 
pounded by the difficulty in understanding the disease. Family members 
may be confused, angry and desperate because of the disruption to family 
life and the fear for the patient’s mental and physical health. This can lead 
to vicious circles of unhelpful behaviours and emotions which may worsen 
the patient’s pathology. Thus, family factors can play a role in the main- 
tenance of these disorders and need to be a focus of treatment. Defining and 
relieving the burden on the patient’s relatives is important not only for their 
well-being, but also for their approach to the disease and their involvement 
in the cure. 

The relationships between family members and patients may have been 
suboptimal before the onset of the disorder and are further disturbed as a 
consequence of the disorder. They need to be remodelled in order to provide 
the patients with an environment that can foster recovery. It is probable that, 
without this, no therapeutic approach will be successful in the long run. 

This does not mean that the relatives of eating disorder patients should 
always undergo psychological or psychiatric treatments, unless this is dictated 
by specific psychopathologies. However, including the patient’s family within 
the treatment context with specific programmes aiming to lessen their burden 
is certainly essential for both their and the patient’s well-being. 

Family burden may evolve according to two main pathways. The first 
includes relatives who have clearly understood the significance of the 
disease and realized the severe mental and physical consequences of the 
eating disorder, and are anguished because of their apparent incapacity or 
impossibility to take care of the patient and his/her disorder. They are 
generally ready to accomplish whatever is requested from them and mostly 
need support and encouragement to carry on their tasks. The second group 
includes relatives who, because of sociocultural factors, or pre-existing 
personal psychopathological impairments, are not able or do not want to 
understand the core of the problem, or are resistant to the need to change 
their lifestyle and their intrafamilial relationships. These subjects require a 
much more complex therapeutic approach. 

The family’s motivation to be involved in the patient’s treatment is the 
crucial point and needs to be addressed from the time of the initial 
assessment. There has been a conceptual shift from blaming the family as 
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the cause of the eating disorder to one in which it is the coping response to 
the illness which may be helpful or not. Thus, family members need to be 
involved as partners of the treatment team and provided with knowledge 
and skills to be of help. 

At this point, the issue of confidentiality arises. This is a thorny question 
and often causes problems in that carers are often excluded from getting 
any information from professionals. There are different rules and expecta- 
tions about this, which vary with the age of the person with anorexia 
nervosa. However, independently of age, carers do need to be involved if 
the risk is high. Basically, there needs to be a balance between issues of 
confidentiality and those of risk. Concerning medical risk, carers need to 
know: (a) that a medical and psychological risk assessment is being regu- 
larly undertaken; (b) that they will be informed if the threat to health and 
safety is severe; (c) the danger signs that should alert them to medical risk; 
and (d) what they should do in the event that they are concerned about 
health and safety and how they can recruit help when necessary. 

Concerning the illness in general, they need to know: (a) what are the 
general causes of an eating disorder; (b) what one can expect in terms of 
outcome and prognosis; (c) the evidence base for treatment and manage- 
ment; (d) the general maintaining factors of an eating disorder; and (e) the 
best strategies to help someone with an eating disorder. 

In conclusion, the family of the patient with an eating disorder has a 
central role in both the evolution of the disorder and its management. At the 
moment, there is enough evidence favouring the parents’ involvement in 
the treatment of children and adolescents with anorexia nervosa, but the 
effectiveness of the family participation in the treatment of adults with 
eating disorders is not yet adequately supported. In addition, few data are 
available about which type of treatment tends to be more effective in 
alleviating the family burden associated with eating disorders. These areas 
should be more deeply investigated in the future. 
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Families of Children with a 
Mental Disorder 


Simon G. Gowers and Claudine Bryan 
University of Liverpool, Liverpool, UK 


INTRODUCTION 


Classification is an aid to communication and research. An effective classi- 
fication system of children’s mental health problems should provide useful 
pointers to aetiology, choice of treatment and prognosis and also to the 
likelihood of associated difficulties, of which the impact on the family is but 
one. 

Some aspects of child psychopathology, such as behavioural disturbance, 
seem to reflect extremes on a continuum that extends into the normal range, 
with many or all children exhibiting lesser degrees of the same features. 
Sometimes the demarcation between normal and abnormal is an arbitrary 
issue of degree, but sometimes the cut-off is justified, because the symptom 
or behaviour is bimodal in distribution or because those children at the 
extremes for a dimension may differ qualitatively in other important res- 
pects from those in the normal range. 


Classification in Child Psychiatry 


The current versions of the International Classification of Diseases of the 
World Health Organization (ICD-10) [1] and the Diagnostic and Statistical 
Manual of Mental Disorders of the American Psychiatric Association 
(DSM-IV) [2] have converged into very similar classifications compared to 
the many differences between earlier versions of the two systems. Indeed, 
the research version of the ICD-10 details criteria that are almost identical 
to the DSM-IV criteria. There has been a move away from diagnostic labels 
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TABLE 7.1 The major categories of child and adolescent mental disorders with 
ICD-10 codes 


Developmental Emotional Disruptive behavioural 
disorders disorders disorders 
Mental retardation Anxiety disorders Conduct disorder (F91) 

(F70-79) (F93, F46) 

Oppositional defiant 

Specific developmental Fears and phobia disorder (F91.3) 

disorders of speech and (F93.1, F40) 

language (F80) Hyperkinetic disorder 

Obsessive-compulsive (F90) 

Specific developmental disorder (F42) 

disorders of scholastic 

skills (F81) Depressive disorder 

(F32) 


Pervasive developmental 
disorders (F84) Stress and adjustment 
disorders (F43) 


Somatization disorder 
(F45.0) 


based on aetiology and pathogenesis in favour of those that describe clinical 
features without assumptions of aetiology. 

The main categories of child psychiatric disorder can be grouped into 
developmental disorders, emotional (internalizing) disorders and disrup- 
tive behavioural (externalizing) disorders (see Table 7.1). 

The ICD-10 includes a section F90 to F98—behavioural and emotional 
disorders with onset usually occurring in childhood and adolescence. The 
emotional disorders which present in childhood, in particular, may be 
either specific to that stage of development—such as separation anxiety 
disorder of childhood—or have features which are not age-specific, such as 
obsessive-compulsive disorder, which is therefore classified in the main 
section of ICD-10. Increasingly, children are recognized as suffering adult- 
type disorders, and the main section of the classification system should be 
used unless there is a definite developmental component. 

The developmental disorders comprise a heterogeneous group of delays 
or abnormalities in development which are related to biological maturation. 
They are not strictly psychiatric disorders but are generally considered in 
mental health classification systems because they render children at high 
risk of associated psychosocial problems. So, for example, a family with a 
child with mental retardation may require help with the management of 
associated behavioural or emotional disorders as well as special education, 
rather than treatment of the generalized developmental disorder. 
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There are a number of disorders which do not fit neatly into the above 
classification, such as the eating disorders (anorexia nervosa and bulimia 
nervosa) and psychoses (both rare before completion of puberty), as well as 
tic disorders (F95), best considered as developmental disorders. 

Comorbidity is extremely common in child mental health [3], with many 
children meeting criteria for more than one disorder. For example, those 
with hyperactivity commonly meet criteria for oppositional defiant disorder 
or conduct disorder. 


Multiaxial Classification 


Diagnostic labels are often too restricting when it comes to describing a 
child with learning difficulties or physical problems as well as a mental 
disorder. ICD-10 provides a multiaxial version to enable difficulties in 
different areas to be coded on different axes without assigning precedence 
to any one, as follows: Axis 1—Psychiatric disorder; Axis 2—Specific delays 
in development (e.g. specific reading disorder); Axis 3—Intellectual level; 
Axis 4—Medical condition; Axis 5—Psychosocial adversity. 


Epidemiology 


The overall prevalence of child psychiatric disorder depends on the threshold 
applied. The Isle of Wight study [4], which was the first large epidemiological 
study of child psychiatric disorder, suggested that approximately 7% of 
children in middle childhood suffered a psychiatric disorder, with conduct 
and mixed disorders being approximately twice as common as emotional 
disorders. Subsequent studies have suggested that this is an underestimate, 
with many reporting prevalence rates of at least twice this level. However, a 
number of these studies have merely recorded whether children are show- 
ing a particular set of symptoms or behaviours regardless of whether they 
have a significant impact in terms of social impairment, distress or disrup- 
tion. Prevalence rates from subsequent epidemiological surveys give the 
following figures: 17.6% in 11-year olds in Dunedin, New Zealand [5]; 
18.1% in 4—-16-year-olds in Ontario, Canada [6]; 17.95% in 4-16-year-olds in 
Puerto Rico [7]; and 9.5% in 5-16-year-olds in England and Wales [8]. 

All epidemiological studies have demonstrated that the prevalence of 
disorder increases with age. To some extent, this finding is an inevitable 
consequence of age being a definitional feature of several disorders. 
Enuresis cannot be diagnosed, for example, before the age of 5, while some 
features of conduct disorder require the child to have a degree of inde- 
pendence from parental supervision. Verhulst and Koot [9] reviewed 49 
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surveys and computed an average prevalence rate of 12.9% for child 
psychiatric disorders. This later review suggested that emotional disturb- 
ances and disorders of disruptive behaviour were equally common, with 
rates of 6-8%. Community samples have shown that only a small pro- 
portion (typically between 10% and 30%) of children with mental disorders 
have had contact with specialist mental health services. In the British 
National Survey of 10000 5- to 15-year-olds [8], for example, only 27% of 
children with a psychiatric disorder had been in contact with specialist 
child mental health services, while 30% had not had contact with any pro- 
fessional. This study found that disorders involving disruptive behaviour 
and those of longer duration were more likely to be referred. 


FAMILY BURDEN AND STRESS 


Caring for a child with a psychiatric disorder may have a significant impact 
on the family. There is a large body of research evidence to suggest that 
parents of a child with a psychiatric disorder are likely to experience 
increased burden and parenting stress, when compared to parents of 
healthily developing children [10-12]. The impact, however, is likely to vary 
with the nature of the child’s disorder and also a number of family 
variables. Episodic disorders with an acute onset will have a different effect 
on family life compared with chronic disorders. In addition, the same 
disorder can present different challenges to the family at different ages. For 
example, aggressive behaviour will become more challenging as the child 
gets bigger, while difficulties in social communication in autism may 
present new problems as the child enters adolescence. 

Family structure and economic stability are also important determinants 
of family burden. Two parents in a supportive relationship are likely to be 
more able to face the child’s needs than an unsupported single parent. 
Socio-economic disadvantage will add to the burden of a child’s mental 
disorder. Given that externalizing disorders are more prevalent in econo- 
mically disadvantaged families, the double burden of financial and 
emotional stress is very common. In turn, the stresses on the family will 
impact on the child’s mental health problem, to the extent that a circular 
relationship of cause and effect between family adversities and the child’s 
mental disorder may be seen to operate. 

The term “caregiver burden” is often used to describe the wide range of 
physical, psychological, emotional, social and financial problems that 
family caregivers may experience [10]. Day-to-day family life is likely to be 
seriously affected by the child’s disorder and in many cases family 
relationships will be adversely affected. Raising a child with attention- 
deficit/hyperactivity disorder (ADHD) has been found to cause substantial 
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burden to all family members, including problems with interactions 
between parent and child, sibling and child, and increased levels of marital 
discord [11]. Furthermore, research has found that mothers of autistic 
children report less parental competence and marital satisfaction and more 
family stress and adjustment problems when compared to mothers of 
Down syndrome children, or those of developmentally normal children 
[12,13]. The level of parental stress and marital dissatisfaction experienced 
appears to be directly associated with the reported severity of the child’s 
behavioural disturbance [14], and this will depend on the nature of the 
child’s disorder, with externalizing disorders causing considerably more 
stress than internalizing disorders. Much of the research conducted in 
recent years has focused on externalizing disorders, because of the wide 
range of challenging behavioural and social problems these children dis- 
play. They are also responsible for high levels of burden, and consequently 
these disorders are far more common in referrals to child and adolescent 
mental health services (CAMHS) than are internalizing disorders [15]. The 
following section will therefore focus mostly on the externalizing disorders 
of childhood and developmental disorders. 


Mental Health Problems in Other Family Members 


Families of children with psychiatric disorders are more likely to suffer 
mental health problems themselves, and these in turn will impact on their 
parenting and caring abilities. There are a number of possible explanations. 
First, a parental mental health problem may have an aetiological role in the 
child’s difficulties; for example, a depressive illness in a parent may 
contribute to separation anxiety in a child. Second, the child’s disorder may 
adversely affect a parent and, consequently, his/her parenting ability; for 
example, a hyperactive child may contribute to a parent’s depressed mood. 
Finally, the same factors may contribute to the development of disorder in 
both the parent and child. The factor may be genetic, a psychosocial 
adversity, or major catastrophe such as a war. For example, it is suggested 
that up to 25% of children with ADHD will have a parent with ADHD [16]. 
Siblings are also likely to be at increased risk of displaying symptoms, as it is 
reported that first-degree relatives of those with ADHD are 68% more likely 
to present with ADHD themselves than are controls [17]. Genetic studies 
suggest that the siblings of children with ADHD have higher incidences of 
behaviour, mood and anxiety disorders [18] and are more likely to suffer 
from a “subclinical” level of ADHD [19] than siblings of unaffected children. 

Clearly, parents will often be faced with the difficulty of not only caring 
for the index child, but also for siblings with a higher rate of other, or sub- 
threshold disorders. 
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It is likely that adults with ADHD will experience specific parenting 
difficulties and that their symptoms of inattention, impulsivity and over- 
activity will lead to an inconsistent parenting style [20]. They may also have 
difficulties in organizing daily family life. These symptoms are likely to 
make it difficult for parents to deal with the burden that comes with caring 
for a child with ADHD and also may compromise their ability to engage 
effectively in treatment for their child’s condition. 

Lainhart [21] has reviewed the occurrence of psychiatric problems in the 
parents and siblings of children with autism, and suggested that these 
families may be at increased risk of developing mental health problems 
both because of the stress and burden of caring for the autistic child, and 
because of predisposing biological factors. Depression in particular has 
been found to be increased in the first-degree relatives of autistic indivi- 
duals, and it is suggested that this is not completely due to the burden of 
care, particularly because in many cases the maternal depression was 
present before the birth of the affected child [22,23]. Siblings of autistic 
children may also be more likely to display social or language development 
difficulties themselves [24]. A review of genetic studies [25] reveals that 
there is likely to be a strong genetic link in the development of autism. 
Siblings of autistic individuals have been found to have a 3% rate of autism 
themselves, a 6% rate of another pervasive developmental disorder, and a 
wide range of cognitive and social deficits, likely to represent a broader 
phenotype of autism [26]. Caring for more than one child with a psychiatric 
disorder is likely to significantly increase the burden and stress experienced 
by parents. 


Parenting Competence 


It is perhaps not surprising that mothers of children affected by a psy- 
chiatric disorder might report less parental competence than those raising a 
developmentally normal child [13], because many of these parents feel ill- 
equipped to deal with their child’s needs and challenging behaviours. A 
study of families of children with autism found that parents reported 
significantly lower efficacy scores than the parents of normally developing 
children of similar ages, and that perceived stress levels correlated 
negatively with the measure of efficacy [27]. This aspect of burden is likely 
to vary according to the place of the child in the family. For example, if 
parents have already raised two healthy children, and their third child is 
affected by a mental disorder, they are likely to have more confidence in 
their abilities as parents than if it were their first child who was affected. 
They will also be able to use some of the parenting skills they have learnt in 
dealing with the healthy children and apply these to the more difficult 
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child. The perceived burden caused by a child has been found to vary 
according to the parent’s gender, with fathers of autistic children reporting 
lower perceived parenting competence than mothers do [27]. Although 
there is much evidence to suggest that parenting stress will be greater in 
families with an affected child, it may be the developmental delay as much 
as the behavioural deviance which is responsible. A comparison between 
families with an autistic child, families with a child matched on gender and 
chronological age, and families with a child matched on gender and 
developmental level suggested that some aspects of the stress reported by 
caregivers of the autistic children were more similar to those reported by 
the parents of the normally developing children of matched developmental 
age, than those of normally developing children of matched chronological 
age [28], so it may be important to consider which children ought to be used 
as a comparison group when assessing parental stress factors. 


Impact on Siblings 


Siblings are also likely to be affected when there is a child with a psychiatric 
disorder in the family. Studies looking at the family relationships of 
children with ADHD, autism and learning disabilities have found that 
siblings report less warmth, closeness and satisfaction in the relationship 
than typical siblings do [29,30]. Furthermore, siblings of affected children 
have been found to experience difficulties themselves, including higher 
levels of anxiety, increased worries about the future [31], lower self-esteem 
[32] and feelings of rejection from their parents [33]. They may also be more 
likely to exhibit problem behaviours themselves [34], perhaps because of 
the anxiety and rejection they feel, or because they are copying the behav- 
iours exhibited by their sibling [35]. Although it seems extremely likely that 
problem behaviours exhibited by siblings are in part due to the influence of 
the family environment, as we have discussed, in some cases they may have 
inherited a partial syndrome of the disorder affecting their sibling. Con- 
sequently, an interaction of these genetic and environmental factors is likely 
to make them vulnerable to social, academic and emotional difficulties [36]. 

These effects have been found to differ depending on the sex and birth 
order of the sibling, with younger siblings and girls older than the disabled 
child experiencing increased anxiety, while boys older than the affected 
sibling have been found to show increased acceptance [37]. It has been 
further suggested that siblings may experience difficulties in peer relation- 
ships, and these may be increased when there are no other normally 
developing siblings in the family for them to identify with. Siblings may 
experience feelings of embarrassment or shame, and these can result in 
them trying to hide their brother’s or sister’s difficulty from their friends to 
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avoid teasing or bullying at school. However, it is noteworthy that many 
siblings of children with a mental disorder also report positive aspects of 
their relationship [29], and some studies have found that, overall, parents 
tend to hold a less positive perception of their children’s relationships with 
each other than the siblings themselves do [29,30]. 


Family Life 


As well as having a significant impact on relationships between family 
members, caring for a child with a psychiatric disorder is also likely to 
disrupt other areas of family life. For example, it has been found that 
parents of children with a range of emotional and behavioural disorders, 
including depression, reactive attachment disorder and ADHD, are likely to 
make employment adjustments to accommodate caring for the child. These 
include choosing a job that requires less concentration and in which they 
can work fewer hours, so as to be available to care for the child themselves 
rather than use day care or an after-school centre [38]. Parents in this study 
also often reported that the job they were in was very different from the 
career they had originally planned to pursue. Perhaps in spite of such 
adjustments, it appears that parents of affected children are likely to be less 
productive at work in that they are more likely to suffer concentration 
difficulties, and their work is more likely to be interrupted by phone calls 
about their child or absences to deal with a difficult situation that has arisen 
[38,39]. Interestingly, it appears that maternal employment may be in- 
directly associated with reduced conduct problems in ADHD children [40]. 
Through employment, the stress of caring for the ADHD child was reduced, 
which led to greater parenting well-being (measured in terms of stress, self- 
efficacy and satisfaction), and in turn to a decreased frequency of child 
conduct problems [40]. 

Practical issues, such as organizing holidays or family days out, are likely 
to require greater consideration and planning. For example, mothers of 
autistic children have reported that their children frequently disrupt the 
planning of family activities, restrict family travel and cause more last- 
minute changes of plan compared with mothers of developmentally normal 
children [13]. Many parents will find it difficult to take time away for 
themselves, because they may feel unable to leave the child in the care of 
somebody else, and this in turn can increase the strain on the parents’ 
relationship and lead to further marital dissatisfaction and discord. Al- 
though extended family and grandparents can provide a source of great 
support for some parents coping with a child’s psychiatric disorder, others 
have reported receiving frequent criticism of their parenting style from their 
own parents or in-laws [41,42]. These negative comments are likely to 
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decrease parents’ feelings of competence and self-esteem, and their 
isolation will be increased if they feel unable to rely on close family 
members for support. 

In some cases, either parent’s loss of confidence in their parenting ability 
or the need to devote special attention to the sick child may lead them to 
curtail the decision to have further children. 


Financial Burden 


When parents adjust their occupations and choose to work fewer hours so 
they can be available for the child, there is likely to be some financial impact 
on the family in terms of loss of earnings. However, this is not the only 
financial implication of having a child with a mental health problem. In fact, 
research suggests that there is a substantial financial burden to the family 
across the child’s lifetime. Scott et al. [43] conducted a follow-up study of 
142 ten-year-old children, who had been diagnosed with conduct disorder 
or who had no problems, to assess the overall cost of conduct disorder. 
“Cost” was measured in terms of a range of factors, which included crime, 
extra educational provision, foster or residential care, state benefits and 
health costs. They found that, by age 28, the children who had been 
diagnosed with conduct disorder had incurred costs that were 10 times 
higher than those with no problems. In terms of family burden, the pilot 
study they conducted prior to this, looking at children aged between 4 and 
8 with conduct disorder, found that the mean extra cost for these children 
was £15 282 a year, as compared to children with no problems, and that 31% 
of this cost was covered by the families. This is equal to a mean additional 
cost of £4737 per year for each family. Other child psychiatric disorders are 
likely to be equally costly to the family. Jarbrink and Knapp [44] studied the 
cost of autism in Britain and suggested that, for the family of a child with 
autism and an additional learning disability, the lifetime cost of the disorder 
in terms of family expenses alone was likely to be somewhere in the region 
of £30800. This is again a great financial burden for a family to manage. 
Parents of children with intellectual, physical or learning disabilities may 
also manage significant additional financial burdens, which include the cost 
of private teachers, specific learning courses, consultations, private doctors 
and other therapies [45]. 


Psychological Burden 


In some cases, the burden of caring for an affected child has also been seen 
to have a significant impact on the parents’ psychological well-being, and 
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this is reflected in the increased rates of mental health problems among 
these parents. As discussed earlier, parents may be more likely to suffer 
mental health problems because of a genetic susceptibility or biological link 
with their child’s disorder, but research also suggests that the burden and 
stress of caring for the child everyday can lead to increased psychiatric 
problems among parents. Many studies have found increased levels of 
parental depression [e.g. 46] and it has been suggested that in at least some 
parents it is most likely that the stress of caring for the child has caused the 
depression to develop [47]. Evidence also suggests that parents are at 
greater risk of alcohol-related problems [11,48,49], especially if there is a 
family history of increased alcohol consumption. Pelham et al. [50] studied 
parents of children with externalizing disorders such as ADHD, conduct 
disorder or oppositional defiant disorder following interactions with boys 
trained to act either like normal children or like children with one of the 
externalizing disorders, and found that the parents who had a family 
history of alcohol problems showed increased drinking following their 
interaction with deviant boys, as compared to parents with a similar history 
who interacted with normal boys. 

An aspect of psychological impact that is often overlooked is the grief 
reaction many parents will experience on learning their child has a mental 
illness [51]. Alongside this, parents may experience feelings of guilt, won- 
dering if they have done something wrong to cause their child to become ill, 
or whether, genetically, they may have played a part in their child develop- 
ing the disorder. These feelings may be further increased by the perceived 
stigma that still surrounds psychiatric disorders. A study of the attitudes of 
51 mothers [42] found that those whose children had ADHD expected that 
mothers of children who did not have ADHD would hold harsh views of 
the disorder, even though generally this was not the case. Families of 
affected children often worry about how other parents will react to their 
child’s problem behaviour in public or in school, and how this might reflect 
on the perception of their parenting ability. Feeling stigmatized by their 
child’s disorder in this way is likely to lead to an increase in the feelings of 
depression and social isolation that these parents already experience. 


Positive Aspects 


Although the research and evidence reviewed so far suggests that having a 
child with a psychiatric disorder can cause substantial family burden, there 
is also evidence to suggest that the impact is not necessarily all negative. 
This is particularly true in the area of sibling relationships. Kendall [33] 
performed a qualitative study with siblings of children with ADHD and 
found that some siblings reported positive feelings and pride about 
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assisting with caring for their affected sibling. Other research has suggested 
that siblings show greater maturity and responsibility than peers of their 
age, and become more altruistic and tolerant in nature, through living with 
an autistic sibling [52,53]. There is also evidence to suggest that siblings of a 
child who is disabled in some way are more likely to go into caring pro- 
fessions when they are older [54], because of the experience they had within 
their own family. One study of siblings of ADHD children showed that they 
displayed greater peer competence and psychosocial adjustment in school 
when their ADHD siblings were rated as displaying more severe 
behavioural symptoms leading to conflict at home [19]. It is suggested 
that one possible explanation is that interacting with and caring for the 
ADHD child has taught the sibling better social skills than they would 
otherwise have acquired. 

Families affected by child psychiatric disorders may develop wider and 
stronger social support networks than other families would have done, and 
evidence suggests that for children identified by screening as being at high 
risk for ADHD, these stronger support systems lowered the chances of 
treatment for ADHD being accessed during the 12 months before and after 
the assessment screening [55]. Although caring for a child with a psychiatric 
disorder has often been found to produce increased marital strain and 
dissatisfaction, in some cases it may have a positive effect on the relation- 
ship. For example, parents of children with disabilities have reported that 
their own relationship was strengthened by coping with their child, and 
that they experienced feelings of great satisfaction and strength [45]. This 
finding is supported by Akerley [56], who found that the divorce rate was 
significantly lower than average among parents with an autistic child. 


COPING 


The extent to which a family adjusts to coping with a child with a psy- 
chiatric disorder will vary. Eiser [57] suggests that, for the family of a child 
with a chronic disease, certain resistance and risk factors will play a part in 
determining the extent to which the disease impacts on family life. 
Resistance factors include intrapersonal factors, such as temperament, 
competence, motivation and problem-solving ability, and also social- 
ecological factors such as family environment, social support, family mem- 
bers’ adaptation and utilitarian resources. Risk factors include the severity 
of the disease, care demand and related psychosocial stressors. Factors such 
as these are also likely to apply to the coping ability of a family of a child 
with a psychiatric disorder, where the same resistance and risk factors 
are likely to impact on the adjustment and burden experienced by each 
family. 
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Coping Styles and Strategies 


Parents’ methods of coping with their child’s diagnosis are likely to change 
over time. Many parents report negative feelings, including despair, grief, 
self-blame and sorrow [45], when their child is first diagnosed. As time 
passes, the support they receive from professionals, family and friends will 
assist them in developing adaptive and positive coping strategies. Gray [58] 
found that parents’ experiences do seem to improve over time, and it may 
be that the initial burden caused to the family becomes easier to cope with. 
In a 10-year longitudinal study of families of children with autism, he found 
that many parents reported improvements in their psychological health and 
in their relationships with wider family members. They also found that 
stigmatizing reactions appeared to have declined, and that over the 10 years 
they had developed more effective coping strategies for the stressful situa- 
tions that arose [58]. 

Heiman [45] studied the concept of resilience, “the ability to withstand 
and rebound from crisis and distress”, in parents whose children had 
intellectual, physical or learning disabilities. They identified three factors 
that enabled parents to function “‘in a resilient way”: open discussions with 
family, friends and professionals, a positive relationship between parents, 
and continuous support for the family. Parents reported that an intensive 
programme that included education, therapy and psychological support 
enhanced their coping ability. This has important implications for treat- 
ment. 


Social Support 


Social support is suggested to be an important factor in a family’s coping 
ability. Research has shown that social support can reduce reported stress 
in mothers of children with autism and that lower levels of social support 
can be predictive of maternal depression and anxiety [59,60]. Informal 
support may be perceived to be more effective than formal support [59] and 
in some cases use of community resources has been reported to be asso- 
ciated with increased maternal distress. It is suggested that this could be 
because mothers are more likely to seek out community help at the point 
when they are most distressed about their child’s behaviour, in which case 
the support offered could have become associated with distress. Alter- 
natively, the community support may have been perceived to be insuffi- 
cient or ineffective, hence increasing the mothers’ distress [61]. 

Lam et al. [62] found that carers of children with learning disabilities with 
high expressed emotion rated a significantly higher number of behaviours 
as “definite problems” and rated social support as significantly less helpful 
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than the carers with low expressed emotion, even though there was no 
actual difference between the social support available or the numbers of 
problem behaviours between the two groups. This suggests that the level of 
expressed emotion may predict a carer’s perceived stress and burden, and 
can affect the perceived efficacy of social support, which will again have an 
effect on stress levels. 


The Voluntary Sector: Help with Coping 


Many families struggling to cope with a child’s psychiatric disorder have 
found that vital information and support is available to them through the 
voluntary sector. There are a vast number of charities set up to deal with 
child mental health, and these offer a wide range of services, including 
telephone helplines, often staffed by parents who have coped with a child’s 
mental health problem themselves. They generally issue leaflets and publi- 
cations which offer further information, organize training courses and 
conferences to educate parents and professionals, and provide information 
on local support groups that parents can get involved with, as well as 
assistance in finding out what services and support are available, and what 
rights and responsibilities parents have in caring for their child. The 
Internet is also a valuable resource for parents and there are many websites 
dedicated to child mental health problems. One such website for child 
ADHD is www.adders.org, which provides background information about 
the disorder, lists of articles or books that parents might be interested in 
reading, information about support groups in countries across the world 
and up-to-date news and research about the disorder. It also provides chat 
forums so that parents can share experiences and views of their child’s 
disorder. Some of the websites dedicated to child psychiatric disorders are 
set up by parents who have experienced the burden of caring for a child 
with such a disorder themselves. The website www.conductdisorders.com 
was originally set up by a parent as a message board, so that parents of 
children with conduct disorder could contact each other. It now has many 
members and provides support and information about conduct disorders, 
ADHD, autism, bipolar disorder and other disorders. These are just two 
examples of many such websites available for ADHD and conduct disorder, 
but similar ones are also available for other childhood disorders, including 
autism (e.g. www.mugsy.org) and learning disabilities (e.g. www.bild.org.uk, 
www .learningdisabilities.org.uk). 

Many parents receive valuable practical support in coping with their 
child from charitable organizations. The UK-based charity Mencap works 
with people with learning disabilities and their families or carers (www. 
mencap.org.uk) and has community support teams based across the 
country to provide support on issues such as education, housing, 
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employment and leisure activities for people with learning disabilities and 
their families. It is also running a campaign for local authorities to provide 
more support for parents and carers, including respite. 

There are also many charities set up to deal with general mental health 
issues rather than a specific disorder, such as the Mental Health Foundation, 
MIND and Young Minds. 

Many of these charities carry out extensive research and treatment 
programmes. The National Autistic Society (NAS), founded in 1962, 
encompasses a wide range of services for people with autism and their 
families. It provides support for parents whose pre-school child has just been 
diagnosed with autism and has set up an early intervention programme 
known as the NAS EarlyBird Programme. The aim of this programme is to 
assist parents in understanding what the diagnosis of autism means for 
them and their child, help them to structure interactions with their child so 
as to develop communication and build strategies to pre-empt and manage 
difficult behaviours. The programme is currently being offered in a number 
of countries and offers weekly group parent training over a 3-month period. 
A recent efficacy study [63,64] showed that the programme significantly 
reduced parental stress, altered parents’ communication style and resulted 
in parents perceiving their children more positively. These results were all 
maintained at 6-month follow-up. Satisfaction data also showed that a 
significant majority of parents felt the programme had increased their 
confidence in managing their child’s disorder. 


FAMILY INTERVENTIONS 


Research into interventions and treatments available for child psychiatric 
disorders has recognized the importance of considering and addressing 
family factors that may impact on the disorder, and of including parents in 
the interventions, as benefits are likely to be sustained longer after treatment 
if parents are actively involved [65]. When considering young children, 
particularly those of pre-school age, it seems reasonable to assume that, as 
parents are likely to be heavily involved in all areas of their child’s life at this 
time, treatment will need to include them in order to be optimally effective. 

For certain disorders, such as oppositional defiant disorder and conduct 
disorder, researchers have suggested that parents are sometimes lacking in 
necessary parenting skills [e.g. 66], which provides another rationale for 
including, or even focusing specifically, on parents when treating the 
child’s problem behaviours. A range of psychological approaches involving 
parents are used in child and adolescent mental health, including psycho- 
education, individual behavioural work, parental counselling, family ther- 
apy, parent training and humanistic parenting programmes [67]. 
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The following section reviews the evidence for the effectiveness of the 
more common family interventions in the various disorders. 


Family Therapy 


Conjoint family therapy developed from the notion that problems in the 
family system might manifest themselves in the symptomatic behaviour of 
the identified child. Family systems theory suggests that the traditional idea 
that a child’s behaviour can be explained in terms of linear causality has 
limitations. Family members are seen as being interdependent, a change in 
one affecting other members in different ways [68]. Hence, a circular model 
of causality lies at the heart of the theory. Over the past 50 years, family 
therapy approaches have undergone a succession of transformations, based 
on the rapidly evolving theory, but generally empirical research has lagged 
behind the theory, with very few randomized controlled trials demon- 
strating their effectiveness. Furthermore, it is often unclear which elements 
of the family therapeutic process constitute the essential agents of change 
[69]. Structural family therapy developed by Minuchin in the 1960s focuses 
on the “here and now”, with little reference to the child’s history. Change is 
brought about through action rather than insight. It is based on a model of a 
healthy or normative family with clear boundaries in relationships [68]. The 
therapist is active and directive. In strategic family therapy [70], the 
therapist uses a range of strategies to bring about change in presenting 
symptoms, rather than imposing a normative structure on the family. 

The narrative approach is a more recent development focusing on the 
stories people have about themselves, which guide their lives [71], and has 
been developed in association with attachment theory [72]. 


Parent Training 


By far the most widely researched psychological intervention in child psy- 
chiatry to date is parent training, and this has been applied most in the 
externalizing disorders. Parent training began in the USA in the 1960s and 
drew heavily on principles from behavioural learning theory [73]. Since its 
initial focus on child behaviour problems at home, parent training has 
expanded considerably so that, alongside these, it can now address multiple 
child features, including behaviour or academic difficulties at school, peer 
relationships, problem-solving and communication skills, as well as parent 
factors such as confidence in parenting, stress and depression [67]. The 
programmes work by forming a collaborative relationship between the 
family and programme facilitators, with the aim of engaging families. In 
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this method, rather than being told what they should be doing with their 
children by “experts”, parents’ own experience and knowledge of their 
children is recognized and they are seen to be the experts on their own 
child’s behaviour. In this way parents and professionals bring their own 
expertise to the programme and work together to achieve their aims. 

Programmes may be run either individually with one or both parents to 
address in detail their specific difficulties, or in a group format, where 
parents help each other by offering solutions or suggestions. Materials are 
often used as a basis for discussion, commonly videotapes, which show 
parents interacting with children in situations likely to occur in a family. 
These are shown to the group, and the group leader then instigates a group 
discussion about ways of handling the situation. Role-playing is also often a 
feature of group parent training, through which parents are taught skills 
such as problem solving, interactive play and reinforcement skills. Pro- 
grammes typically follow a structured curriculum over a number of weekly 
sessions (average 10-12) in which parents are taught the behavioural 
principles of managing their child’s problem behaviours. Research 
comparing different ways of delivering a distance-learning version of the 
parent training suggests that an individually self-administered videotape 
modelling treatment is more effective in reducing children’s deviance if 
therapist consultation is available, than if there is no therapist involvement 
in the treatment [74]. Furthermore, comparison of an individually admini- 
stered videotape modelling treatment, a group discussion videotape 
modelling treatment, a group discussion treatment and a waiting-list 
control group suggested that, although there were relatively few differences 
between the outcomes of the three treatment conditions, the group discus- 
sion videotape modelling treatment was consistently favoured in terms of 
any differences found [75] and only parents from this group showed stable 
improvements at a 3-year follow-up [74]. 


Conduct Disorder 


Parent training is the best-evaluated intervention available for treating 
conduct problems in children. Although many studies have focused on 
groups of children aged 7 or older [76], research has suggested that, as 
children get older, their behaviour problems are likely to become 
entrenched and so early intervention in the pre-school years is now 
considered critical [77]. 

Webster-Stratton [78] described the treatment of 34 families of children 
with conduct disorder, aged between 3 and 8 years, attending 9 weekly 2- 
hour sessions of parent training. One-month post-treatment, mothers’ 
reports and independent observations in the home suggested that 
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behaviour problems had significantly decreased, and these gains appeared 
to be maintained at a 1-year follow-up. A replication of this study [79], 
using a larger sample of 101 families, followed a similar design except that 
treatment length was 10 weeks. Again, behaviour problems were signi- 
ficantly reduced 1 month post-treatment, as reported by both parents and 
teachers, when compared to an untreated waiting list control group, and at 
1-year follow-up according to parent reports. The control group was no 
longer available for comparison at the 1-year follow-up time because they 
had been treated. 

Although there is much evidence for the efficacy of parent training, 
results have not always been maintained at follow-up. Many studies have 
failed to use a long-term follow-up and, for those that did, it is reported that 
25% to 46% of parents reported continuing child behaviour problems that fell 
into the clinical range. Additionally, 26% of teachers reported that children 
from treated families still had significant behavioural difficulties [74]. 

One of parent training’s main limitations in effectiveness may be that, by 
focusing exclusively on parenting skills, individual child risk factors are not 
being addressed. The Incredible Years training series [80] is a comprehensive 
set of programmes aimed at parents, teachers and children. This builds on 
the idea that parent training may not be enough, and other factors need to 
be targeted in preventing or treating early-onset conduct problems. The 
main objectives of the series are to reduce conduct problems in children, to 
promote social, emotional and academic competence in children, to 
promote parental competence and strengthen families, and to promote 
teacher competence and strengthen school—home connections [80]. The series 
includes parent training programmes such as BASIC, using group discus- 
sion of video vignettes, ADVANCE, which addresses other family risk 
factors such as depression and lack of social support, and SCHOOL, which 
teaches parents how to support their child’s education. There is also a 
teacher training programme aimed at enhancing classroom management 
skills, and a child training programme known as Dina Dinosaur Social Skills 
and Problem-Solving Curriculum, which addresses issues such as peer 
relationships, problem solving and controlling anger using videotape 
modelling and fantasy play with puppets. The programmes have been 
evaluated in a number of randomized studies by Webster-Stratton and 
colleagues, reporting results for the BASIC programme in reducing child 
conduct problems and improving parent-child interactions [74,81-83] and 
for ADVANCE in improving parents’ communication, problem solving and 
collaboration [84]. 

With regards to the addition of a training programme for the children 
themselves, Kazdin et al. [85] found that combining child and parent 
training produced more successful outcomes, in terms of reported aggres- 
sive behaviour, than child training alone or parent training alone did. 
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Webster-Stratton and Hammond [86] studied this further using a sample of 
97 children aged 4-7 years who met DSM-III-R criteria for a diagnosis of 
either conduct disorder or oppositional defiant disorder. Participants were 
randomly allocated to one of four conditions—child training (following 
the Dinosaur School curriculum), parent training (BASIC+ADVANCE), a 
combination of both the child and parent training programmes or a waiting- 
list control group. Assessment methods included parent reports and inde- 
pendent observations in the home and at the clinic. Initial results, 2 months 
post-treatment, indicated that the combined treatment produced more 
significant improvements across a broader range of variables. In terms of 
clinical significance, an overall reduction of at least 30% in deviant behav- 
iours during mother-child interaction was reported by 73.7% of the child 
training group, 60% of the parent training group and 95% of the combined 
group at 1-year follow-up. This study provides some evidence of the poten- 
tial usefulness of including child skills training elements in a treatment 
programme. Webster-Stratton and Hammond [86] suggest that further child 
training programmes should be developed, ideally to be used alongside 
parent training or as a useful alternative when parents are unable or 
unwilling to attend training themselves. 

The Fast Track Prevention Trial is a large-scale early-intervention study 
looking at the prevention of conduct problems, being run by the Conduct 
Problems Prevention Research Group in the United States [87]. The inter- 
vention is based on a developmental model of antisocial behaviour, with 
the understanding that there are multiple determinants and risk factors, 
including those of the child and the parents, which need to be addressed by 
any intervention. The study identified 891 high-risk children, who were 
allocated to intervention or control conditions and will be followed up from 
Grade 1 through to Grade 10. The multi-component intervention condition 
includes an adapted version of the PATHS Curriculum (Promoting 
Alternative Strategies, 88) delivered by Grade 1 teachers throughout the 
year, parent training and skills groups, child social skills training groups, 
academic tutoring and “peer-pairing” sessions. 

Outcome data have so far been reported from assessments at the end of 
Grades 1 and 3 [87,89]. Some positive findings have emerged: for example, 
at the end of Grade 1, children in the intervention group had progressed 
significantly more than control children in their acquisition of skills, which 
according to the developmental model ought to act as critical protective 
factors. Parenting behaviours and peer relationships showed improve- 
ments. At the end of Grade 3, teachers’ reports indicated significantly lower 
rates of aggressive, disruptive and disobedient behaviours for intervention 
children than they had at Grade 1, and parental reports suggested positive 
changes in problem behaviours for intervention children over the previous 
12 months. The positive effect on parenting behaviours reported at the end 


FAMILIES OF CHILDREN WITH A MENTAL DISORDER 145 


of Grade 1 was maintained, while that on peer relationships was not. 
Overall, most effect sizes were modest, especially considering what might 
have been expected for such an intensive intervention. However, the 
authors highlight the fact that the sample was drawn from the extreme end 
of high risk. They also point out that the real test of the effectiveness of the 
intervention will come when the children enter adolescence. 


Hyperactivity 


Although psychostimulants are the current treatment of choice for ADHD, 
parents and professionals are sometimes uncomfortable with the use of 
medications in young children, and may prefer to consider psychological 
approaches as a first line of treatment. Furthermore, figures suggest that up 
to 25% of children do not respond positively to medication [90], in which 
case behavioural and family interventions would be indicated. Although 
such approaches are highly unlikely to remove all ADHD symptoms, they 
can help parents learn how to have greater control over their child’s 
behaviour and how to prevent unacceptable behaviours [91]. 

Parent behavioural training is also generally welcomed, and randomized 
controlled trials have suggested it can play an important role in the 
treatment of ADHD [e.g. 92]. Parental counselling and support is another 
popular approach [93], offering parents the chance to reflect on the parent- 
ing process and to explore their feelings about the child. A randomized trial 
that compared these two approaches against a waiting list control group 
[94] found that although both treatment groups differed significantly from 
controls on measures of ADHD symptoms, maternal well-being and 
paternal sense of competence at the end of treatment, the parent training 
group had significant reductions in ADHD symptoms, and a significant 
increase in maternal adjustment, when compared to the other treatment 
group and the control group. 

Where psychostimulants are used, it has been suggested that psycholo- 
gical approaches should be used alongside medication to improve long- 
term behavioural outcome [95]. The National Institute of Mental Health 
(NIMH)’s Multimodal Treatment of Children with ADHD (MTA) Coopera- 
tive Group [96] conducted a 14-month multimodal treatment study in order 
to compare the effectiveness of medication management alone, intensive 
behavioural treatment alone, and a combination of the two against standard 
community care. The study recruited 579 children aged between 7 and 9.9 
years and meeting the DSM-IV criteria for ADHD combined type, and 
randomly allocated them to one of the above four treatment groups. 
Medication management consisted of titration of dosage against behaviour 
followed by monthly visits; behavioural treatment included parent training, 
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child-focused training and a school-based intervention. Combined treat- 
ment involved both of these, and standard community care was that which 
would usually be available to the child. Results suggested that combined 
treatment and medication management alone were significantly more 
effective than behavioural treatment alone or standard community care. For 
the core ADHD symptoms, the combined treatment appeared to offer little 
benefit over medication alone, and for other areas of functioning few 
differences were found among any of the treatments. However, signifi- 
cantly lower doses of medication were used in the combined treatment arm, 
suggesting that this might be a more acceptable form of treatment for those 
parents who are concerned about the side effects of larger doses of 
medication. Results of the consumer satisfaction measures from the MTA 
study did reveal that the combined treatment was judged more favourably 
by parents than treatment with medication alone. It is possible that longer- 
term application of the behavioural treatments alongside medication could 
reveal further benefits of this approach over medication alone. 


Autistic Spectrum Disorders 


In recent years there has been a shift in approaches to autistic spectrum 
disorders from provider-based recommendations to collaborations between 
families and professionals and from child-centred approaches to family- 
centred approaches [97]. Intensive behavioural interventions have been 
popular approaches, often based on the applied behavioural analysis (ABA) 
principles of Lovaas [98]. This programme involves 40 hours per week of 
structured and intense 1:1 input in the home setting over a period lasting 
for two or more years. A fully trained programme team of at least three 
people is involved with each family. Lovaas’s work with institutionalized 
children during the 1960s and 1970s highlighted the importance of parent 
involvement in the intervention, showing that gains in verbal communica- 
tion were lost when treatment ended, unless the child moved back with 
their parents, who could work to maintain the skills learnt. Lovaas [98] 
compared a treatment group who received the intensive 40-hour-per week 
programme with a group who received only 10 hours of the same treatment 
per week and a no-treatment control group. He found that 47% of children 
in the intensive treatment group had “recovered” and achieved “normal 
functioning” by age 7 when they entered mainstream education. Although 
these results were questioned (e.g. [99]), particularly in terms of how 
“recovery” should be defined or measured, a follow-up study of Lovaas’s 
sample by McEachin et al. [100], when the children had reached a mean age 
of 13 years, suggested that the majority of those who received the intensive 
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treatment had maintained the gains made in terms of intelligence and 
adaptive behaviour. 

Since these initial seemingly impressive results, the implementation of 
intensive home-based behavioural interventions has increased dramati- 
cally, so that, by mid-1999, approximately 250 Lovaas-style programmes 
have been established in the UK [101]. However, a number of other early- 
intervention programmes using behavioural methods and involving parent 
and child training have also developed, some of which are based on 
Lovaas’s principles. Dawson and Osterling [102] compared eight such pro- 
grammes: Douglass, Health Sciences Centre, LEAP, May Institute, 
Princeton, TEACCH, Walden Preschool and the Lovaas Approach. They 
found that around half the children in all of these programmes appeared to 
respond positively and all or most children made significant gains. It 
should be added that, apart from the Lovaas Approach, no comparisons 
were made with control groups. In commenting on these results, Connor 
[103] states that ideally a randomized controlled trial, with thorough 
outcome assessment to compare the benefits of various programmes, is 
needed. 


Depressive Disorders 


One of the most popular and best-researched interventions for depression 
in child and adolescent populations is cognitive-behaviour therapy (CBT). 
Although the majority of research has focused on adolescent depression, 
there is a small literature on childhood depressive disorders. Brent et al. 
[104] state that family involvement in the child’s treatment is critical, and 
describe a number of reasons why this is likely to be beneficial: among 
them, the possible reduction of drop-out and the fact that involving parents 
offers a chance both to reduce parental distress and to address issues such 
as lack of support and cohesion in the family, both of which can interfere 
with the treatment’s potential effectiveness [105]. 

CBT approaches aim to improve depressed mood by modifying both 
depressive cognitions and behaviour patterns [106]. Although parents will 
usually be involved in the treatment of younger children, the main focus is 
on the child, and the aim is for a collaborative relationship to be formed 
between therapist and child, so that they can work towards solving the 
problem together. The CBT may be delivered individually or in a group- 
based setting. Research in an adolescent population (14-18 years) has 
indicated that there is little long-term benefit of a combined treatment of 
group-based CBT and parent training and psychoeducation over the CBT 
alone [107], although it could be that the parent component would prove 
more useful in a younger patient population. In cases where individual or 
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group CBT has been tried with little success, and there are wider family 
issues that may need addressing, family therapy might be a more 
appropriate treatment approach, so that family members can become 
more involved in the treatment and therapeutic work can be done focusing 
on specific relationships in the family. 

Family therapy has been investigated as an approach to the grief reaction 
of children following the death of a parent. Black and Urbanowicz [108] 
randomly assigned children to a 6-session family therapy programme 
conducted in the home by a bereavement counsellor, or to a non-treatment 
control group. The family therapy treatment appeared to be effective in 
both the short and long term, with results indicating that, on average, a 
treated child fared better than 69% of control cases 1 and 2 years later and, in 
terms of parent health problems, the surviving parent fared better than 
73% of controls at 1 year and 92% of controls 2 years after treatment. 


Anxiety Disorders 


CBT has been the treatment of choice for childhood anxiety disorders, and 
many trials focused solely on the child and obtained significant improve- 
ments as compared to controls [e.g. 109,110]. However, as with depressive 
disorders, it has been suggested that the family can play a vital role in 
treatment efficacy. For example, Klein and Pine [111] make the point that it 
would be difficult to effectively treat a child suffering from severe separ- 
ation anxiety without involving the parents. 

A number of research studies have investigated the addition of family or 
parent treatment components for children’s anxiety disorders. For example, 
Graziano and Mooney [112] found that self-instructional training for 
children with a night fear, combined with a concurrently run parent 
training component, teaching parents to modify the child’s fears using 
reinforcement techniques, resulted in clinically significant improvements in 
the child’s behaviour at bedtime, as compared to an untreated control 
group. Mendlowitz et al. [113] studied children with a variety of anxiety 
disorders and compared three treatments: child only, parent only and 
treatment of the parent and child together. Although the results did suggest 
that there were greater improvements in the children who had been treated 
together with their parents, there were no independent assessments of 
outcome. Rather, parental report alone was used, and it is difficult to judge 
the external validity of this outcome. 

In the first randomized controlled trial of CBT plus family anxiety 
management training [114] in the treatment of children with severe anxiety 
disorders, an individual CBT approach based on Kendall et al.’s [115] 
treatment manual and using an adapted version of the Coping Cat Workbook 
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[116] was compared with a second treatment group who received the same 
individual programme, and an additional family anxiety management 
treatment module [117], in which parents and children were seen together. 
Immediately following treatment, 88% of cases who received the combined 
individual and family treatment showed clinically significant recovery, 
compared with 61% who had received only the individual treatment. These 
results were maintained at 1-year follow-up, suggesting that the addition 
of the family anxiety management programme resulted in a highly 
effective treatment for the child’s anxiety disorder. Interestingly, when a 
longer-term follow-up was conducted (5-7 years later), the two treatments 
appeared to be equally effective, with 87% of the individual and 86% of the 
combined treatment group being diagnosis free. The effectiveness of the 
combined treatment appeared to depend on the child’s age, so that, for 
younger children (7-10 years), the addition of the family anxiety manage- 
ment training resulted in significantly more children being diagnosis free, 
whereas for older children (11-14 years), individual CBT seemed to be 
sufficient. A further study [118] comparing group CBT alone against the 
same treatment with an added family management component also yielded 
positive results. At 1-year follow-up, 85% of the children in the combined 
condition were diagnosis free, compared with 65% of the group CBT alone 
condition. These results suggest that the CBT can be effectively delivered in 
a group setting, and that the addition of the family management component 
did have added benefits for treatment outcome. 

However, two recent studies [119,120] have shown no significant benefit 
of an additional parent training component at follow-up, suggesting that for 
some children a more cost-effective individual or group CBT approach may 
be sufficient. As suggested by the results from Barrett et al.’s [114] study, 
certain child characteristics such as age may be important in determining 
who will benefit from an additional family component to treatment. There 
is also evidence that, for anxious parents, a family component addressing 
parents’ anxiety can improve treatment outcome for the child [121]. It may 
be important to take factors such as these into account at assessment, so that 
a treatment approach appropriate to each family’s needs can be chosen. 

Selective serotonin reuptake inhibitors (SSRIs) have been extensively 
researched in populations of adults suffering from a variety of anxiety 
disorders and have been shown to be effective. A placebo-controlled study 
of SSRIs in children [122] suggested significant effects of the medication for 
children with mixed anxiety disorders, compared to controls. There are, 
however, significant recent concerns about adverse effects of these drugs in 
children, with uncertainties over whether they will be licensed for use. As 
discussed previously with ADHD, there may be benefits of adding a family- 
based treatment alongside the medication, especially in conditions such as 
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separation anxiety. However, as yet, there have been no reported findings 
of the efficacy of such combined treatments [111]. 


Obsessive—Compulsive Disorder 


Treatment for childhood obsessive-compulsive disorder (OCD) often be- 
gins with educating the family about the disorder [123], so that parents have 
some knowledge about how to deal with their children’s behaviours and 
rituals. Drug therapy has been widely used in paediatric populations, 
generally clomipramine or SSRIs. However, behaviour therapy is also used, 
the most common form of which is exposure and response prevention 
(ERP). This approach was originally developed for adults and involves 
exposure to cues that usually induce obsessive thoughts and rituals, with 
maintenance of this exposure for at least an hour with no ritualizing or until 
discomfort is reduced [123]. Shafran [124] suggests that one consideration of 
the use of ERP in children is whether they are able to understand the 
treatment, and this is an area where the involvement of family members can 
help. In a review of the literature, March [125] suggested that there is some 
evidence for the beneficial effect of parent-assisted ERP in assisting the 
child to confront the ritual-inducing cues without engaging in the behav- 
iours that they would usually associate with these. 

As discussed with other child psychiatric disorders, a combined 
programme of drug treatment and behavioural therapy may be a useful 
approach to OCD. March et al. [126] studied the effectiveness of a combined 
drug treatment and CBT treatment for children and adolescents with OCD. 
The CBT treatment included a psychoeducational component for children 
and parents, child training in mapping, anxiety management training, 
exposure with response prevention and parent training in how to support 
their children and reinforce the skills they were learning. At the end of 
treatment and at an 18-month follow-up, 80% of the children were found to 
show substantial clinical improvement. Unfortunately, there was no control 
group included for comparison in this study. 


Family Factors that May Affect Treatment Outcome 


When parents are an integral part of their child’s treatment, it is important 
to take into account family factors that can have an impact on the 
effectiveness of the approach. Research has suggested that family back- 
ground factors such as social class and marital status, maternal factors such 
as depression and family history of alcoholism, and child factors such as 
comorbidity or severity of the disorder, are likely to predict the outcome of 
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parent training in particular [e.g. 79]. It appears likely that increased 
treatment acceptability will lead to increased adherence and therefore 
greater effectiveness [90] and it is important that the views of parents are 
considered when choosing an appropriate treatment. This is particularly 
relevant with the use of medications, as discussed earlier, where some 
parents may wish to use lower doses or avoid their use altogether if pos- 
sible. 

With regard to the impact of maternal mental health on the outcome of 
parent training for child ADHD, Sonuga-Barke et al. [127] assessed mothers’ 
level of ADHD symptoms and categorized them as high, medium or low. 
All mothers received parent training and the children’s problem behaviours 
were then reassessed. Results showed that children whose mothers had 
displayed a high level of ADHD symptoms themselves showed little or no 
change in behaviour following the parent training, whereas children whose 
mothers had only displayed a low level of ADHD symptoms showed a 
marked reduction in their ADHD symptoms. There was also a strong 
association between the level of maternal ADHD symptoms and measures 
such as perceived parental competence, parenting satisfaction and depres- 
sion. It is suggested that up to 25% of children with ADHD will have a 
parent who also has the diagnosis [16], and parent training programmes 
may need to be adjusted for these families, for example, using shorter ses- 
sions or reducing the requirement for higher-level organizational functions. 

Webster-Stratton et al. [128] studied the families of 99 children with 
conduct problems who were randomly assigned to receive a child training 
programme based on the Dinosaur School curriculum, or to a waiting-list 
control group. Children who received the training programme showed 
significant improvement in aggressive and non-compliant behaviour as 
compared to controls. The results of those who did and did not make 
progress with the treatment were compared on factors of comorbidity with 
ADHD, parenting discipline factors and family risk factors such as low 
income, marital distress and maternal depression. Results indicated that 
negative parenting practices, such as use of harsh discipline and critical 
remarks, were related to unsuccessful child training, but other family risk 
factors were not. 

A recent study [129] demonstrated that although maternal mental health 
difficulties such as depression, history of abuse and substance abuse led to 
poorer parenting, as measured by parent reports and independent obser- 
vations, these risk factors did not have an effect on the engagement in or 
outcome of parent training programmes. In some cases, the mothers with 
mental health risk factors were more engaged in the programme than those 
without the risk factors. Every effort was made in this study to make the 
parent training programme accessible to all: for example, child care, meals 
and transportation were provided, and these may have been important 
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factors in increasing attendance and engagement, and therefore the effec- 
tiveness of the programme. 


CONCLUSIONS 


Children generally live within a family setting of some sort and, in early 
and middle childhood, family relationships are the most significant in the 
child’s life. Even where organic and constitutional factors operate, these 
relationships will often have a significant effect on the presentation of child 
mental health problems, and parents’ and siblings’ lives will themselves be 
affected by the more severe disorders, emotionally, practically and some- 
times financially. The past two decades have seen a tremendous growth in 
family-based interventions with proven benefits in good quality treatment 
trials. The Internet has also opened up a range of supports for families to 
supplement those provided by the voluntary sector. The burden on the 
family of a child with mental health problems is often lessened by the 
provision of information and support, while the formal therapies generally 
focus on marshalling family resources and promote coping through a 
greater sense of empowerment. 
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INTRODUCTION 


The families of individuals with drug abuse carry a significant burden when 
dealing with their drug abusing relatives. Reactions to the problem may 
vary from an assumption of responsibility resulting in an enmeshed and 
paternalistic approach, to an absolute disownership of and disengagement 
from the problem. Whatever grade of responsibility is employed by family 
members, the influence on family dynamics is profound. The family, as a 
unit, strives to regain stability and homeostasis, developing complex coping 
strategies and interactions which may contribute to the chronic course of 
the individual’s drug abusing career. The awareness of such family pro- 
cesses and interactions is of utmost importance in understanding the nature 
and progression of the problem of drug abuse by the family member. 

Drug abuse within a family context may be understood from a different 
perspective. A family member’s drug abuse may be the symptom of dys- 
functional family dynamics and interactions, serving to displace the focus 
of conflict. Drug abuse may be the coping behaviour, driven by the motivation 
to achieve stability and equilibrium within the family, with the drug use 
behaviour itself contributing to ongoing dysfunctional dynamics within the 
family. In such a situation, the evaluation of the interactions between the 
drug abuser and family members provides an understanding of the 
contribution of the dysfunctional family dynamics to the aetiology, as well 
as the nature and progression of drug use. 

Family-based interventions, within the field of drug abuse, aim to 
unravel the complex relationship between drug abuse and family 
dynamics. Drug abuse is understood from theoretical frameworks such 
as the ‘family systems’ theory [1,2] and the ‘stress—coping—health’ theory 
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[3,4], and an attempt is made to disentangle family processes which 
contribute to the ongoing problematic behaviour. Effective family-based 
interventions recognize specific needs of the family as a unit as well as 
specific needs of the different family members. The focus is not the drug 
abuser, but how family interactions and family processes may contribute to 
the behaviour of the different family members. Family approaches are 
designed to empower family members to alter their functioning within the 
family system, with the goal of altering the nature and progression of drug 
abuse, making the problem more bearable for each family member or 
completely alleviating the problem within the family. 

This chapter looks at drug abuse within a family context and provides a 
review of the burden faced by the families of subjects with drug abuse and 
of the available interventions empowering the families to alleviate the 
problem. Throughout effort has been made to focus and refer to the use of 
drugs, as opposed to the use of alcohol. However, alcohol has been 
mentioned when literature on drugs falls short and when a distinction 
between the two is arbitrary or has not been made in the literature. 


UNDERSTANDING THE FAMILY BURDEN 


Drug abuse is a multidimensional behaviour, with multiple biological, 
psychological and social components involved in the genesis, nature and 
progression of the condition. The extent of the burden carried by the family 
of a subject with drug abuse is determined by such biological, psychological 
and social components of the addictive behaviour. Similarly, the nature of 
the drug abuse is determined, to a significant extent, by the adaptation of 
the family to the abuse. 

Literature on families of subjects abusing substances mostly refers to 
individuals abusing alcohol and heroin. There is very little written about 
families of abusers of other substances. The family burdens, systems and 
structures of alcohol and heroin abusing subjects were described as being 
very similar, leading to the assumption that families of subjects with drug 
abuse behave in similar ways, independent of what substance is being 
abused. Another observation reinforcing such similarities is that most 
substance users use more than one substance, so that a description of family 
behaviour according to substance may be arbitrary. However, these 
assumptions should be interpreted with some caution—empirical evidence 
suggests that the family processes of subjects abusing benzodiazepines 
and/or cannabis are very different and less dysfunctional than those of 
subjects abusing opiates and/or alcohol. Such differences may not 
necessarily only be due to substance-specific effects, but also due to 
socio-cultural aspects in relation to the substance. For example, families of 
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subjects abusing alcohol in Western countries may behave very differently 
from those in developing countries. There is a socio-cultural acceptance of 
alcohol use in the Western world, whereas in developing countries use of 
alcohol is less acceptable and may even go against held religious beliefs. 
Similarly, the family processes of an individual abusing heroin may be very 
different to those where the individual abuses cannabis, because the socio- 
cultural backgrounds of these families may be very different. 

In this section, the burden carried by family members is described in 
terms of the biological, psychological and social components of drug abuse. 
Concepts underlying the processes and interactions of families with 
increased risk of transgenerational drug abuse are described. An analysis 
of frequently recognized needs of the family as a unit, as well as the various 
family members, is presented. 


The Extent of the Problem: Epidemiological Data 


The past decade has witnessed an increase in globalization of the drug 
market [5]. Problematic drug use is now reported by several countries, 
including those within the developing world, particularly those countries 
close to or involved in the main trafficking routes. In the 1990s, 134 
countries and territories reported that they faced a drug abuse problem. 
This spread is less dramatic than that occurring in the 1980s, and in fact 
some of the countries have reported stabilization and others a decline. 
However, overall, the number of countries and territories reporting an 
increase in problematic drug use for all major drug types remains higher 
than those reporting a decline or stabilization. For example, in 1998, 41% of 
countries reported an increase, 27% a reduction and 32% stabilization. 

There are an estimated 180 million drug users all over the world—an 
equivalent of 3% of the global population or 4.2% of the population aged 15 
and above [5] (see Table 8.1). Globally, the most widely used substance is 
cannabis, followed by amphetamine-type stimulants, cocaine-type sub- 
stances and opiates. However, consumption rates vary depending on geo- 
graphical location, reflecting availability and cultural trends. For example, 
the problematic use of opiates is most common within Europe and Asia 
(reported by 100% of countries), accounting for around 75% of all treatment 
demand in both regions, whereas they account for around 25% in North 
America. On the other hand, the abuse of cocaine-type substances is most 
prevalent in the Americas (reported by 85% of countries) and accounts for 
61% of the overall treatment demand. 

Drug-related morbidity and mortality parallel the increase in globalization. 
Within the European Union, an estimated 7000-9000 acute drug-related 
deaths occur each year, with most of the victims being in their 20s and 30s 
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TABLE 8.1 Estimated world annual prevalence of drug abusers in the late 1990s 
(adapted from 5) 


Illicit Amphetamine- 
drugs Cannabis type stimulants Cocaine Opiates 
Global number of 180.0 144.1 28.7 14.0 13.5 
people (in millions) 
Percentage of global 3.0 2.4 0.5 0.2 0.2 
population 
Percentage of global 4.2 3.4 0.7 0.3 0.3 
population aged 15 
and above 


[6]. In the UK, the National Programme on Substance-Misuse Deaths re- 
ported coroner notifications on 1498 drug-related deaths in 2001, with only 
65% of these having a history of drug abuse/dependence [7]. 

A high proportion of adolescents and young adults use drugs and 
account for most of the globally reported drug use. In the European Union, 
reported prevalence rates of drug use among young adults, aged from 15 to 
34, are approximately two times those among adults as a whole [6]. 
Sutherland and Shepherd [8], in a study of 4516 subjects aged 11-16, found 
that the prevalence for regular use of illicit drugs ranged from 1.2% in 11- 
year-olds to 31.8% in 16-year-olds. UK data also demonstrate a gradual 
increase in notified addicts under 21 years of age: for example, there is a 
steady increase from 1989 to 1995, with a sharp increase of 35% between 
1995 and 1996 [9]. 

Over the past decade, there has been an ongoing increase in the use of 
substances among the female population. The UK Home Office Index of 
Addicts shows a gradual increase in new female addicts, with the number 
almost tripling from 1988 to 1996. However, the proportion of females in the 
total number of addicts gradually declined [9]. 

The increase in drug availability and the spread of drug abuse across 
countries, ethnic groups, age groups, genders and roles result in an 
increased impact of drug abuse on family life. It is difficult to estimate 
precisely the extent of the impact on families and family members; 
however, Velleman and Templeton [10] suggest that a subject with drug 
abuse is likely to have a negative impact on at least two family members. 
Using the data from the World Drug Report of 180 million illicit drug users, 
this translates to around 360 million family members affected by a relative’s 
drug use. Findings from a survey carried out in the UK in 1996 indicate that 
35% of young men and 27% of young women aged 16-19 had used some 
form of drug in the previous year [11]. Conservatively extrapolating these 
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data to the impact on families in the UK, one can expect that around one in 
every three families in the UK is affected by drug use by a family member. 
These figures do not take into consideration individuals with an alcohol 
problem. Although both estimates are very crude, they indicate that the 
impact/burden on families is significantly large. However, such interpreta- 
tions should be made with caution, as the figures are potentially influenced 
by several confounding factors, such as family size, frequency of family 
contact, and what ‘family’ means to that particular drug abuser. Of note is 
the fact that a significant proportion of drug abusers presenting to services 
would have burnt their bridges with their nuclear family years previously, 
and their ‘mother’ might be replaced by a significant close friend. In such 
cases, the ‘family’ consists of immediate significant others. Thus, the impact 
of drug abuse can have a ‘ripple effect’, influencing a large number of 
people in society, which in turn has an impact on the drug abuser. 

The family plays an important role in the treatment of the family member 
with drug abuse. Often it is the family that brings the drug abuser to 
treatment. Brisby et al. [12] showed how partners, families and friends 
contribute to around 40% of calls to alcohol advice centres. Also, drug users 
perceive the family as the most helpful support in their recovery. In 
countries where the family is the central nucleus within society, such as 
Greece, Malta and African countries, the family plays a significant role in 
referral to treatment, exerting pressure on the drug abuser to seek 
treatment. The coping behaviour adopted by the family also contributes 
to the treatment pathway chosen by the drug abuser. 

Epidemiological data from several countries support the concept that the 
family burden of drug abuse within varied societies is profound. The 
globalization of drug markets and increased availability of drugs make 
the differences between different cultures less prominent. However, the 
initiation of drug use at younger ages, and the increase of drug use across 
all ages, make the impact on the family more significant. 


Biological Vulnerability: The Genetic Milieu 


Use of substances often runs in families and across generations. Children of 
substance using parents have a higher risk of developing drug abuse than 
children of parents who do not use substances. It is unclear whether this 
familial pattern is due to genetic factors or to shared family environments. 
The extent of the contribution of genetic and environmental factors in the 
development, nature and progression of drug abuse varies from one individual 
to another, and from one family to the next. In either case, a comprehensive 
family history on assessment is crucial in understanding the risk and 
protective factors involved in the drug using behaviour. A family history of 
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substance abuse is one of the most valid predictors of risk for the genesis and 
progression of substance use [13]. The case of Ms X, described in the Appendix 
of this chapter, provides a prototype family, where combined genetic and 
environmental determinants contribute to a significant family burden. 

Most of the evidence supporting a genetic contribution to drug abuse 
within a family context derives from twin and adoption studies. Pickens et al. 
[14], in a study involving monozygotic and dizygotic male and female twin 
pairs, reported a moderate level of heritability in males, but not in females, 
for substance abuse or dependency. The monozygotic male concordance rate 
was 63% (22% for females), as compared to 44% (15% for females) in 
dizygotic twins. Similarly, Enoch and Goldman [15] reported heritability for 
stimulant and opioid use ranging from 0.11 to 0.45. Tsuang et al. [16], in a 
study involving a large number of twin pairs, found that 0.34% of the 
variance between twins was attributed to genetics, 0.28% to their shared 
environment, and 0.38% to their non-shared environment. Several findings 
from twin studies indicate increased genetic links in males, as opposed to 
females, where the environmental components may have more of a 
contribution. 

In a study involving adoptees, Meller et al. [17] reported that a history of 
abuse of drugs in the biological family was associated with drug abuse in 
the adoptee, supporting contributions of shared genetic factors. 

Such genetic components are believed to work through various mecha- 
nisms. One mechanism may be a genetically inherited vulnerability altering 
the endogenous reward pathways, from which drugs obtain their rein- 
forcing properties [18,19]. Another mechanism described is that of sharing a 
genetic vulnerability to a behavioural trait, such as sensation-seeking 
behaviour, which links consequent disorders such as antisocial personality 
disorder and substance use disorder [18,20-22]. Whatever the mechanism, 
substance abuse is not believed to be regulated through a single gene—it is 
a multigenetic disorder, with several genes contributing to an increased 
vulnerability to expression of substance-seeking behaviour [23]. Similarly, 
individuals may inherit genes that decrease the vulnerability for substance 
use—for example, the gene responsible for D1 receptors, which has been 
shown to be responsible for a reduction in cocaine use in animals [19]. 

Despite evidence of genetic factors involved in the preponderance of 
drug abuse in families, genetic loading alone is unlikely to result in use of 
substances. It is the specific interaction between genetic factors and 
environmental factors which results in the development of drug abuse. 


The Family Environment: Processes, Systems and Structures 


The family environment plays an important role in the clustering of drug 
abuse in families. Behaviour within the family provides the ingredients for 


FAMILIES OF PEOPLE WITH DRUG ABUSE 167 


the expression of intrinsic vulnerability to substance use. The family 
processes, structure and systems also play a role in the nature and pro- 
gression of substance use by another family member. 

Drug abuse does not always run in families. The significant environment 
contributing to the genesis of the disorder may be the environment outside 
the family. Peer pressure [8,9] and increased drug availability [5,9] may be 
two factors increasing the risk for the development of substance use. The 
contribution and interaction of genetic factors, family environment and the 
external environment to the development and maintenance of drug use by a 
family member is complex and difficult to determine in individual cases, 
highlighting the importance of making as comprehensive an assessment as 
possible. 

Whatever mechanisms are at play, the effects of drug abuse on family 
dynamics are marked. Dysfunctional family dynamics may have guided the 
family member to a pathway to use drugs, and to continue using drugs. The 
effects of drug abuse within this family context may produce functional 
changes shifting the family towards stability. On the other hand, dys- 
functional family dynamics may develop in an attempt to cope with drug 
abuse by the relative. The use of drugs by Ms X (see Appendix) had pro- 
found effects on family dynamics, and use of drugs by the family influ- 
enced Ms X’s behaviour. As Ms X’s life cycle and drug use progressed, it 
was the family dynamics that contributed to her deterioration. However, 
despite the underlying dysfunction, the family still played an important 
role in bringing Ms X into treatment and in keeping her engaged in treat- 
ment. 

Addiction, like other human dysfunctional behaviours, can be perceived 
as existing between or among people, with the whole family considered as 
ill. The dysfunction lies within the interaction patterns of the various family 
members [4,24]. The family interaction, as viewed from a systemic frame- 
work [1,2], is forever shifting in order to maintain homeostasis. The use of 
drugs by the family member is the behaviour that develops in order to 
achieve the required equilibrium and stability within the family function. 
The reaction of the family to drug abuse, whether dysfunctional or not, is 
also an attempt at achieving such equilibrium for survival. 

Several commonalities and typologies of dysfunctional families of 
subjects with drug abuse have been described in the literature. Kaufman 
[25] explored family interactions of heroin addicts and classified them 
according to dysfunctions described by Minuchin [26]: 


e Enmeshed interaction: the family interacts through overinvolvement and 
ineffective closeness, at the expense of the autonomy of the different 
members. The family system deals with stress by intense emotional 
reactions. 
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e Disengaged interaction: the interaction is distant and lacks emotion. Close- 
ness and a sense of belonging between family members are lacking, 
allowing each family member to be a single unit. 


Studies identified that most of the family relatives of heroin addicts inter- 
acted dysfunctionally. Of the mother-child relationships, 88% were 
enmeshed and 3% were disengaged. On the other hand, 41% of father- 
child relationships were enmeshed and 42% disengaged [25]. 

The enmeshed relationships between mother and child are described as 
symbiotic [27]. Mothers take on their child’s drug abuse problem as their 
own. They behave in similar dysfunctional ways, such as taking tran- 
quillizers, which they may share with their child for psychosomatic com- 
plaints. Such behaviours can be explained using the ‘stress—coping-—health’ 
framework [3,4], explaining substance abuse problems as constituting a 
family stress, giving rise to signs of strain in the relatives, many times in the 
form of physical or psychological ailments. The enmeshed relationship is 
also evident when the mother gets overinvolved in the illegal activities of 
the child, for example, becoming an accomplice when trying to cover the 
child’s behaviour, or herself carrying out illegal activities, such as shop- 
lifting, thus sharing the child’s problem. 

Enmeshment can also be seen in sibling interaction, where the enmeshed 
sibling may assist the drug abuser in drug taking. Examples would include 
offering financial support, providing the substance for the abuser or inject- 
ing the abuser. 

Interactions are also determined by cultural differences. In his study of 
narcotic addicts, Kaufman [25] observed that enmeshment was more 
frequent in Jewish, Greek and Italian families, whereas disengagement was 
more common in Puerto Rican families. 

Stanton [27] explored the dysfunctional patterns of families with a subject 
with drug abuse and described the patterns which distinguished such 
families from other dysfunctional families: 


e Increased frequency of multigenerational substance use problems, together with 
increased frequency of other addictive behaviours, such as gambling. 
This phenomenon, as described earlier in the chapter, is likely to be the 
result of shared genetic and family environments. 

e Frequent primitive expressions of conflict through ineffective overinvolvement. 
For example, no direct expression of anger, but inappropriate emotive 
outbursts. 

e Overt alliances and triangulations in the family system, for example, 
coalitions between the mother and the drug abuser, effectively splitting 
the family and reducing the other family relationships to disengaged 
interaction. This was more frequently observed in opiate and amphetamine 
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addicts, as opposed to cocaine and barbiturate addicts [28], although 
users of one substance only are not so prevalent. 

Frequent themes of premature/unexpected death or traumatic losses within the 
family, with the suggestion that drug abuse was a result of the inability of 
the family to effectively resolve grief [29,30]. This phenomenon is under- 
stood through the ‘family systems’ theory. The overwhelming feeling of 
loss experienced by the family serves as a threat for the family system, 
with the potential for the family to break up. Drug abuse provides the 
abuser with a mechanism for dealing with stress, making the addict 
helpless and dependent on the family, ie. adopting the sick role. 
Through this incapacity there is family unification, making the addict a 
saviour. The concept can also be explained through the stress—coping— 
health framework. The family stress resulting from traumatic losses is 
reduced through drug abuse, either by shifting the distress from the loss 
to the drug abuse and/or by the abuser enacting destructive behaviour, 
with mock separations, for example, by overdoses, in order to unify the 
family and aid the family to work through unresolved grief. Unresolved 
family grief is also seen as responsible for the cohesion and ongoing 
contact between family members. Some studies [31,32] have shown that 
the majority of addicts maintained regular contact with their families. 
Such frequency of contact was also observed across cultures, e.g. among 
heroin addicts in Italy and Thailand. Families of drug abusers are unable 
to separate/lose contact due to their ongoing need to reduce the family 
stress resulting from unresolved grief. Specific traumatic losses that were 
studied in families of substance users include loss of a family member 
[32] and emigration [33]. 

Pseudo-individuation. Families of drug abusers have an intense fear of 
separation [32]. The drug abuser is highly dependent on the family and 
resists taking on responsibility. The use of drugs serves two functions. 
The first function is to reinforce the dependence of the drug abuser on 
the family and reinforce the need for the family to care for the abuser, so 
that all parties feel close. The second function is to give the abuser a sense 
of autonomy when using the drug. The subculture of drug abuse is not 
shared with the family and the pharmacological effects of the drug 
provide a sense of power and omnipotence which is only experienced by 
the drug abuser. This gives a false sense of individuation and autonomy. 
These brief mock separations by the drug abuser also continue to 
enhance family closeness. 

Difficulties in adjusting to cultural changes. This stems from the observation 
that the offspring of immigrant families have increased risk of develop- 
ing substance abuse. This has been explained by the instability of the 
parents, being unable to respond to the needs of their children, and at 
times also looking for support from their children. The use of drugs 
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allows the user to reverse the parental need and to deal with unresolved 
loss issues. 

e Poor communication. Several studies refer to the difficulties in commu- 
nication within the family environment. Feelings are not expressed freely, 
with gestures of love and affection frequently lacking. Interpersonal 
conflicts are dealt with counterproductively. Family interaction can also 
be cold and lifeless, becoming alive when dealing with the problem of 
substance use [34]. Such reports of poor communication tie in with the 
frequency of enmeshed and disengaged family interactions described 
earlier in this section. In such cases drug abuse serves as a tool for 
communication. The shift in focus on the drug abuser provides a sense of 
closeness which bridges the gap left due to the poor communication. 
Poor communication between family members can also result in incon- 
sistent limit setting. ‘Good’ behaviour may be ignored, easily forgotten 
and not praised, whereas ‘bad’ or deviant behaviour may be at times 
punished and at times rewarded. In this context, drug abuse is perceived 
as resulting from conflicting messages given by the family to the abusing 
relative. The mechanisms underlying this behaviour could be under- 
stood by applying the ‘social disorganization and strain’ theoretical 
framework, which states that a social system, for example, the family, 
with no internal consensus on norms and values, breeds deviant 
behaviour [35]. 


As indicated earlier in the chapter, most studies exploring family function 
involve families of heroin and alcohol users, with the assumption that 
families of substance users, whatever the substance of abuse, function in 
similar ways. However, some differences, possibly a result of both substance- 
specific effects and the socio-cultural aura of the substance, have been 
reported in the literature [28]. For example, the families of opiate addicts 
were described as characteristically having one enmeshed, ‘weak and 
ineffectual’ parent and a disengaged or ‘overpowering tyrant’ other. This 
prototype was also described by Stanton [27,36] in studies involving 
American families of opiate addicts, which also reported that the over- 
involved parent was more likely to be the opposite sex parent. In contrast, 
cocaine abusers typically had positive and functional family backgrounds, 
with a warm mother and encouraging father. In cocaine families, it is 
believed that it is the family drive for success which drives the subject to 
cocaine use. Families of amphetamine addicts, on the other hand, 
characteristically had domineering and manipulative mothers and dis- 
engaged and ineffectual fathers. Barbiturate users typically described 
disengaged fathers and enmeshed, symbiotic mothers. It is important to 
note that such studies describe these differences as substance-specific 
differences, without giving much consideration to the possibility that such 
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differences in family function may be a result of socio-cultural differences in 
family dynamics. 

Another finding which contributes to drug abuse clustering in families 
and across generations is that a significant proportion of drug abusers 
marry other substance abusers [36,37]. The marriage is perceived as an 
attempt at seeking an interaction similar to that of the family of origin, as 
well as an attempt at ensuring that the drug abuser does not separate from 
the family of origin. As described earlier on, strong dysfunctional inter- 
actions are at play among family members, making the drug abuser and 
family members stick together. Marriage to another drug abuser ensures 
that such cohesion in the family of origin will be maintained. Ineffective 
closeness is seen between the drug abuser and the drug abusing spouse, 
with frequent marital disagreements, permitting both drug abusers to rein- 
state the cohesion with their family of origin. Similarly, if the drug abuser 
has been away from the family home for a while, a crisis tends to occur in 
the family of origin, bringing the abuser back home. 

The extent and effects of dysfunction in families of drug abusers are 
constantly changing. Although dynamics and processes may be continu- 
ously dysfunctional, the stress and strain faced by the family may not be 
continuously difficult to cope with. Similarly, the drug abusing behaviour 
may go through phases of comparative stability. These fluctuations parallel 
the different developmental stages that the family experiences. For exam- 
ple, when Ms X was pregnant (see Appendix), both the mother and 
stepfather went through a stable phase in their drug using career, with the 
stepfather also managing to abstain completely. Matching stability was also 
seen in Ms X herself. In contrast, the sister went through a chaotic phase 
with markedly increased self-destructive behaviour. This may be inter- 
preted as fear of being separated from the family of origin, given that the 
family was focused on Ms X’s pregnancy. The sister maintained homo- 
eostasis for the family, ensuring the family remained unified. 

Hence, the family goes through various stages in its life cycle, with some 
stages being recognized as stress or crisis stages; for example, birth of the 
first child, children leaving home, death of a parent. Families with dys- 
functional interaction have difficulty adjusting to such stages within their 
life cycle and tend to remain ‘stuck’ in trying to cope with the stress [38]. 
These crisis stages can also be considered as traumatic losses, which have 
been described as contributing to drug use within the family context. 

The description of the family environment given above shows the 
complexity of the burden imposed on the family of a subject with drug 
abuse. Theoretical frameworks have been applied to clarify the burden. 
However, several mechanisms may be contributing to the behaviour within 
the family. Also, many studies describe family dysfunction from a cross- 
sectional analysis, giving little consideration to the fluctuations in stress and 
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strain that the family may go through. On the other hand, most families 
exhibit a need for cohesion, irrespective of the substance being used, the 
dysfunction at play and the culture from which they come, indicating the 
important role the family has in the progress and engagement of the drug 
abuser in treatment. 


What Is the Effect? The Needs of Families of Subjects with 
Drug Abuse 


Vulnerability of the family of a subject with drug abuse is not only quan- 
tified by genetic predisposition and dysfunctional family processes and 
interaction. It is also determined by other effects these predispositions may 
have. For example, besides having to deal with the problem of drug abuse, 
Ms X’s family (see Appendix) also had to deal with the stigma experienced 
by the sister when she moved to a different neighbourhood. This perceived 
positive ‘fresh start’ was changed to a stressful life event, which increased 
the family burden. This subsection will describe some of the effects on 
families of drug abusers which increase family vulnerability. 


Physical Effects 


Families of subjects with drug abuse experience a range of physical 
problems, considered to be the expression of the stress imposed on them. 
Such families frequently consult primary health care services with repeti- 
tive or chronic physical ailments, which highlight the importance of 
primary care workers addressing the contextual aspect of the physical 
issues [39]. A study by Velleman et al. [40] distinguished between short- 
term and long-term physical effects. Short-term effects included excessive 
tiredness and lack of energy, while long-term effects included ulcers, raised 
blood pressure and shingles. 

A survey and a qualitative study carried out in Scotland [41] reported a 
significant prevalence of colds and flu, heart problems and stomach 
problems. 

The drug abusers themselves also have an increased risk of developing 
physical problems. There is a higher incidence of hepatitis C and human 
immunodeficiency virus (HIV) infections in the drug abuse population, 
when compared to the general population [9,42]. The complications of these 
conditions can be increasingly traumatic, shifting the family focus onto 
physical priorities. The family has the increased burden of dealing with 
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specific health issues. This is illustrated in the Appendix, when the sister 
develops physical health problems due to self-harm. 

The high prevalence of physical problems increases the vulnerability of 
the family. This is likely to mobilize them into dealing with physical condi- 
tions, shifting the spotlight away from the drug abuse. The homoeostasis is 
once again established and the family stays together. Physical problems are 
also perceived by society as ‘unfortunate situations’ which, although likely 
to be instigated by drug abuse, are not brought on by choice. This serves to 
reduce the stigma faced by the family. 


Psychological Effects 


Earlier on in the chapter it was shown how enmeshment within the family 
may contribute to a relative (e.g. mother) sharing the drug taking behaviour 
by requiring tranquillizers for psychological problems. Families of drug 
abusers have been described as experiencing increasing stress, anxiety, 
loneliness, depressive episodes, guilt and suicide ideation. Longer-term 
effects such as chronic depression and anorexia are also common [40]. 
Relatives also report an increase in addictive behaviours such as smoking, 
alcohol use and excessive eating. 

Children within the family also have a high risk of exhibiting behavioural 
disorders, poor school performance and delinquent behaviour [43,44]. 
Child abuse and neglect is more prevalent in families with substance use. 
The presence of dysfunction in the family with unclear roles and bound- 
aries requires a family member to take on ‘parental responsibility’. Often 
this role is taken on by the child. 

Bekir et al. [45] described two possible responses by the child to such 
situations: (a) rebellious response, with behavioural problems, anger and 
withdrawal, and (b) rescuing response (making decisions, taking on paren- 
tal tasks and experiencing humiliation at the situation). 

The drug abusing subject is also at increased risk of developing comorbid 
mental disorders. The UK National Outcome Treatment Study reported that 
10% of patients with a substance misuse problem had a psychiatric admis- 
sion within a 2-year period prior to their point of contact with drug and 
alcohol services [46]. The US Epidemiological Catchment Area general 
population study [47] reported a lifetime prevalence for mental disorder of 
53% among individuals with a drug problem. This figure did not include 
individuals with an alcohol problem and the most common mental 
problems were anxiety and mood disorders. The risk of suicide is also 
markedly increased in patients with a substance misuse problem, especially 
when comorbid mental disorder is also evident [48]. This can have signi- 
ficant effects on the family dynamics, either serving to increase the family 
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vulnerability and stress, or to strengthen the family closeness through the 
‘mock’ separations. 

Families of drug abusers are also more prone to domestic violence. The 
inability of the family to resolve interpersonal conflicts and to share in- 
effective overinvolvement gives rise to outbursts of anger and aggression, 
which may result in domestic violence. Domestic violence is associated with 
increased psychological/psychiatric morbidity, in its own right, contri- 
buting further to the impact of drug abuse on the family. 

Psychological problems can have profound effects on the vulnerability of 
the family. Once again the family dynamics shift towards the survival route, 
with consequent deterioration or stability of the drug abuser. Psychological 
effects, for family members, may be an unconscious ‘blessing’ or ‘curse’. 


Social Effects 


Social effects experienced by the family reflect the social consequences of 
drug abuse. One effect may be financial hardship. The family may have had 
money stolen by the drug abuser, or they may be paying money for the 
drug abuser’s treatment or paying for his/her drugs. Some family members 
may also be unemployed, which is likely to add to the financial strain. 
Unemployment is reported to be markedly higher in families of substance 
users [41]. 

The effect of the criminal activity associated with drug abuse can be 
devastating on the family. The discussion of this extends beyond the scope 
of this chapter. However, of note is the fact that the family’s fear of 
separation [27] may have become a reality through criminal activity, i.e. 
criminal activity separating the abuser from the family through sanctions, 
such as custody. The family may thus experience another loss and may 
have to find another mode of functioning. On the other hand, this could be 
the last straw for family survival. 

Social effects are associated with increased social isolation and increased 
stigma for the family. Such spiralling effects make it more difficult for the 
family to seek appropriate measures to resolve the family problem. 

The effects and needs of families of drug abusers are not static and are 
determined by the nature of drug abuse and the extent of the dysfunction 
within the family. Although the family has been discussed as a single unit, 
the effects may be different for different family members. Velleman et al. 
[40] found that partners of drug abusers, when compared to the parents of 
drug abusers, experienced more mood changes, domestic violence and 
financial difficulties. Siblings are more at risk of becoming drug users 
themselves, than other family members [41]. The subjective experience of 
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stress is more pronounced in the parents, especially the mother, increasing 
the risk of physical and psychological effects. 

The demands on the family are also once again partly determined by the 
type of substance used, linking substance-specific effects with socio-cultural 
effects. The use of illegal substances is associated with a higher prevalence 
of negative social effects, when compared with use of legal substances, such 
as benzodiazepines. Relatives feel less constrained financially by users of 
prescribed drugs, and the more tolerant attitude of society results in de- 
creased social isolation. Similarly, the enmeshed relationship between 
mother and abuser is less likely to result in the mother taking on illegal 
activities, if the substance abused is one that society tolerates more readily. 

A comprehensive assessment of a drug abuser should aim to identify the 
effects of drug abuse on family life. The demands made on family members 
and their increased vulnerability make drug abuse in the family more 
difficult to cope with. 


COPING WITH THE BURDEN 


The effect of the burden of drug abuse on the family depends on the coping 
style adopted by the family to deal with the problem. Coping styles are, to 
some extent, determined by the interaction and communication within the 
family. For example, enmeshed and overinvolved family systems are more 
likely to adopt the coping style of engagement. Coping styles may also vary 
with different family members within each family, as well as with the stage 
of change that both the family and the drug abuser may be in. 

The term ‘coping’, as used in this chapter, does not signify effectiveness 
or success. Coping can be both adaptive and maladaptive. A coping style 
may be appropriate and effective in dealing with drug abuse within the 
family, at a particular stage in the family’s life cycle, but may be highly 
inappropriate and maladaptive at other times and may ‘enable’ the drug 
using behaviour. The coping styles described in this section provide 
frameworks which can be applied to facilitate the understanding of family 
reaction. 

When attempting to match treatment/intervention with the needs of the 
drug abuser and/or family, it is important to consider what coping mech- 
anisms are at play. If the family coping style is one of withdrawal, the 
family is unlikely to engage in treatment. In such cases, application of moti- 
vational enhancement techniques may be the most appropriate inter- 
vention. Similarly, in ‘co-dependence’, such as when relatives conceal the 
problem from others by making excuses for the drug abuser, counselling 
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may be the most appropriate technique, aiming at trying to reduce the 
frequency of such behaviour. 

Typologies of coping styles adopted by families of substance users have 
been described in the literature [3,49-52]. The working typology that 
appears to have gained most popularity is that described by Orford et al. 
[51]. They identified eight common coping styles: controlling, emotional, 
avoidance/withdrawal from user, inaction, tolerance, support for the user, 
confrontation/assertion and independence. The styles found to be most 
effective were ‘confrontation’ and ‘support for the user’. However, such 
findings were interpreted with caution and the authors highlighted that 
typologies oversimplify the family’s reaction, and their usefulness was only 
in providing some structure to a complex behaviour. They also noted that 
mechanisms of coping may combine two or more coping styles at different 
times: for example, combining the ‘controlling’ and ‘support for the user’ 
styles when bringing a patient to treatment. 

In a later study, Orford et al. [53] reclassified the typologies into three 
categories: engagement, toleration and withdrawal. They found that there 
was only weak support for the eight typologies, and that the family shifted 
from being engaged, tolerant and withdrawing according to the nature and 
progression of substance use. The typologies identified in the previous 
research were considered to be different facets of the engaged, tolerant and 
withdrawing styles. For example, some forms of engagement may be emo- 
tional and controlling and others more assertive. 

Family members adopting the engaged style are actively engaged in 
trying to resolve the problem. They confront the drug abuser and offer their 
support to bring about change. The family has the subjective experience of 
control over the problem. 

The tolerant style involves accepting the situation, but overall remaining 
inactive; that is, the family does not try to resolve it. This is observed in the 
Appendix, where the mother lends money to the sister knowing that it will 
be spent on drugs. This coping style rarely brings on change; its benefit is 
the achievement of stability in the family function. It usually makes the 
family feel powerless and anxious, associated with feelings of guilt. 

The withdrawal style involves the family avoiding interaction with the 
user. They step back, shifting all responsibility of the problem onto the drug 
user. There is an underlying drive for independence, which potentially 
mobilizes the drug user to bring on change. The family feels more in control 
of the situation and members are able to continue living their lives. 

Orford et al. [53] explored and compared these coping styles in two 
different cultures. They suggested that coping typologies were universal 
and could be applied to varying cultures; however, some cultures were 
more likely to apply one coping style than another. For instance, in their 
study, relatives in the South West of England were more likely to adopt the 
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withdrawal coping style than the relatives in Mexico City. This coping style 
was also found to be associated with more health problems than the other 
styles [53]. 

Another approach to understanding the complexity of family coping is to 
establish adopted coping styles in the context of family adjustment to drug 
abuse. For example, the family may initially adopt the tolerant style, later 
adopting engagement, and eventually withdrawal, until they go back 
through the cycle through the tolerant style [53,54]. Hence, just as the 
substance user goes through stages of change in his/her drug abusing 
career, the family can be seen as going through similar stages [55,56]. The 
cycle of change described by Prochaska and DiClemente [55] specifically 
refers to stages that a drug abuser goes through. The application of the same 
stages to family behaviour is ideal, and allows comparison of family 
adjustment and drug abuser adjustment; however, the stages do not always 
match the behaviour exhibited by the family. In other words, the cycle is not 
an exact fit when it describes family adjustment. 

The comparison of family adjustment with drug abuser adjustment is 
useful in understanding the behaviour within the family. The stage of 
change of the drug abuser may not always parallel that of the family, trig- 
gering a phase of deterioration for either the drug abuser or the family or 
both. Engagement in treatment is also affected by the stages of change of the 
drug abuser and the family and whether they are parallel. 


The Stage of Pre-Contemplation 


When the family is first confronted by the problem of drug abuse by one of 
its relatives, their initial reaction may be one of denial. They are unwilling to 
acknowledge the problem, despite evidence to the contrary. Episodes 
clearly related to drug abuse are minimized and considered to be one-off 
events, and rationalized as happening due to stress or some other ailment. 
The family may try to avoid getting emotionally involved, actively intellec- 
tualizing the problem. When other people bring up the issue of drug abuse, 
family members may react with anger and irritability and may try to change 
the topic of discussion. 

The coping position within this stage of change is typically the tolerant 
style. This implies that it is unlikely to effect change, but it maintains family 
stability and equilibrium. Denial or pre-contemplation avoids family con- 
flict and only has short-term effectiveness in adjustment. 

In comparison with siblings, parents are more likely to behave in a pre- 
contemplative way, because they are usually more shocked by the drug 
abuse than siblings, who may already be aware of the ongoing problem [40]. 
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The Stage of Contemplation 


As time passes and the drug use continues, negative effects become 
increasingly more common. The family starts accepting that a problem 
exists and that maintaining equilibrium in family dynamics is no longer of 
benefit to the family. Stress in the family intensifies and children within the 
family may exhibit behavioural problems and poor academic performance. 
Family members become increasingly unhappy with the situation and with 
their relationship with the drug abuser. 

As the family experiences one crisis after another with disorganization of 
family dynamics, family members become more determined that something 
must change. Hence, the family gradually shifts from tolerance to engage- 
ment. This stage of change lies somewhere in between two styles, demon 
strating that more than one coping style may be adopted at the same time. 
The experience of powerlessness associated with a tolerant style gradually 
changes to a recognition of an ability to do something about the drug abuse 
problem, which is characteristic of the engaged method. 

Siblings are often described as being in the contemplative stage when the 
parents are in the pre-contemplative stage. They feel resentful and angry with 
the drug abuser, understanding that the negative consequences for the family 
were the result of drug abuse. They try to protect their parents from the impact 
of drug abuse, enabling them to stay in the pre-contemplative stage [40]. 


The Stage of Preparation 


This stage of change is facilitated by the engaged style of coping. The family 
has definite intentions to effect change. They verbalize their concerns about 
the problem, openly acknowledging the impact of drug abuse on the family. 
They widen their knowledge about the issue by, for instance, obtaining 
leaflets and searching the Internet. They explore ways of seeking help and 
establishing contact with relevant services. 

Family members experience a desire to resolve the problem and fre- 
quently confront the drug abuser about the matter. They put increasing 
pressure on the drug abuser to change his/her behaviour to reduce/abstain 
from using drugs, or to establish contact with treatment services. Their 
approach is usually a mixture of support, encouragement and anger. It is 
not difficult to understand how dysfunctional family dynamics with poor 
communication, giving praise and punishment inappropriately, can enable 
the drug abuser to stay in this stage of change. If the family are inconsistent 
in their boundaries, norms and values, they will be inconsistent in their 
attitudes and feelings—at times rewarding and at other times punishing the 
same behaviour. 
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The engaged coping style characteristic of this stage can effect change 
through consistency and perseveration. 


The Stage of Action 


The family is now mobilized into doing something about the problem. 
Family members start taking more family responsibilities, such as increas- 
ing their work commitments to overcome their financial burden. Children 
may assume parental roles and older siblings might leave the family 
environment to pursue their goals in life. The underlying agenda of such 
behaviour is to restore stability in the family system and to induce change in 
the drug abuser. 

At this stage, family members may serve as the vehicles driving the drug 
abuser to treatment. They may also seek treatment for themselves, which to 
some extent depends on service availability. 

The action stage is associated with hope and a feeling of achievement by 
family members. The coping style characteristic of this change is again 
engagement. 


The Stages of Maintenance and Relapse 


Although action brings on change, the chronic nature of drug abuse re- 
quires perseverance and ongoing encouragement from the family, in order 
for that change to be maintained. The reorganization of the family system 
may be difficult for the family to accept and maintain, and unless they 
receive suitable support, they may relapse back to their previous methods 
of functioning. 

On the other hand, once change has occurred, family members may wish 
to disengage from their relationship with the substance abuser, to focus on 
other issues in life, thus adopting the withdrawal style of coping. Thus, this 
stage may be characterized by efforts to separate or divorce, which are 
unlikely to maintain the change. 

Unless appropriate support is in place, family dynamics will revert back to 
familiar ways of functioning and the whole family once again feels reassured, 
despite the reinforcement of dysfunctional behaviour. Any separations or 
divorce are reconciled and the family is once again unified in ‘relapse’. 

Thus, the exploration of a family’s coping style is incomplete unless 
understood in the context of the family’s readiness to change. However, the 
cycle of change was designed to describe the behaviour of substance users, 
and its application to family behaviour may have some limitations. For 
instance, families do not always react by denial to the discovery of drug 
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abuse, but may leap instantly into the action stage by rushing the experi- 
mental cannabis abuser to specialist services. Another example is the family 
that enters the cycle at the contemplation stage, interpreting adolescent 
behaviour as due to drug use, even if this was not the case. The pre- 
contemplative stage is not synonymous with denial. Pre-contemplation 
within a substance user refers to not having an intention to change, per- 
ceiving the use of substances as having more benefits than harm. Denial, on 
the other hand, is a reaction that blocks recognition of substance use, due to 
an underlying awareness that the issue is associated with more harm than 
benefit. Thus, describing the family in denial as being in the pre-con- 
templative stage is slightly inaccurate. Nevertheless, the cycle offers a 
useful framework for exploring coping behaviours of families of subjects 
with drug abuse. The understanding of family adjustment is crucial to the 
application of effective family-based interventions. 


EMPOWERMENT: ALL IS NOT DOOM 


Understanding the burden carried by a family of a subject with drug abuse, 
as well as exploring the family’s unique way of functioning, interacting and 
coping, provides the basis for the development of strategies aimed at 
guiding the family to alleviating or eliminating the problem. The ‘ripple 
effect’ of drug abuse highlights the importance of addressing the family 
burden. Failing to address the burden may have negative consequences on 
society and the drug abuser within the family, which further contributes to 
the family burden. 

Interventions targeted at the drug abuser have beneficial effects for both 
the family and society. The health care costs of families of substance users 
are comparatively high in the years prior to the drug abuser’s engagement 
with services, but tend to drop sharply thereafter [57]. Beneficial effects for 
society can also be substantial, and in fact a UK study [58] reported that £1 
spent on treatment of a drug abuser saves £3 expenditure for the criminal 
justice system. 

Family-based interventions empower the families to bring on change in 
family function, blocking the ‘ripple effect’ of drug abuse and facilitating 
harm-reduction or abstinence of the drug abuser. The chronicity and 
repetition of family dynamics in Ms X’s family (see Appendix) is a clear 
indication of the need for a more integrative approach to treatment. 


The Aims of Family-Based Interventions 


The purpose of family-based interventions is to work with relatives in order 
to reduce the impact of drug abuse on the family and to increase the 
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chances of success in the treatment of the drug abuser. There are a variety of 
approaches with the family as the focus of the intervention. Although such 
approaches are varied in intensity and structure, and have developed from 
varied theoretical perspectives, they all share one common concept: that 
families play a role in the course of drug abuse and that drug abuse equally 
has an important role in family well-being. 

The aims of family-based interventions, as described by Copello and 
Orford [59], are: (a) to bring drug abusers into treatment and to maintain 
their engagement in treatment; (b) to increase the benefits of treatment of 
the drug abuse and family functioning; and (c) to reduce the impact and 
reduce harm for family members and significant others. 

Such aims indicate that the family-based interventions have broader 
outcomes than those related to drug abuse, namely, improved physical, 
psychological and social health of the family. When measured through such 
indicators, family-based interventions are more than an adjunctive treat- 
ment modality for drug abuse [57]. 

There are no specific indications for the implementation of family-based 
interventions. Their usefulness can be universal. However, specific inter- 
ventions may be more effective for specific family systems, coping styles 
and stages of readiness to change in either the family or the drug abuser. 
Also, some families and their drug abusing relatives may be more at risk 
than others and may have an increased need for family-based approaches, 
than other families. Such high-risk families are those with the greatest 
effects/needs mentioned earlier on in the chapter. 


Types of Family-Based Interventions 


A variety of family-based interventions are outlined in Table 8.2. Interven- 
tions have been classified according to a tier model suggested by the Health 
Advisory Service [60]. The advantages of using a tier classification are that it 
allows a comprehensive inclusion of family-based interventions, provides a 
schematic way of analysing whether all family needs are being met, 
provides a framework against which to measure service provision and 
permits analysis of the ease of access of such interventions by the family. 


Effectiveness of Family-Based Interventions 


Over the years family-based interventions have been given insufficient 
credit. Research on the effectiveness of such approaches focused on 
outcome indicators specific to the drug abuser, for example, reduction in 
injecting behaviour, reduction in criminal activity and retention in 
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TABLE 8.2 A tier classification of family-based interventions 


Tier Intervention Structure /indication/usefulness 
Tier 1 Telephone helplines Counselling skills approach to provide 
Easy access support and advice 

services Particularly useful for the family in the 

offering an preparation stage of change 

initial point Also of benefit to the drug abuser 

of contact, Education and information Useful at any stage of change 

advice, (e.g. leaflets /Internet 

information sites) 

and referral Family-oriented Increase drug awareness 

on to other prevention sessions Useful to shift the family from a stage 

services of pre-contemplation to 


Brief interventions (e.g. 


general practitioner, 
social services) 


Personal coping skills 
training (e.g. stress 
management, anger 
management) 


Diversionary activities 
(e.g. sports, drama) 


Advocacy 


contemplation and preparation 

Provision of information specific to the 
need of the particular family 

Gateway system channelling families 
to appropriate services 

Address physical, psychological and 
social needs associated with drug 
abuse by a family member 

Useful at any stage of change 

Aimed at improving the coping 
abilities of family members, 
reducing the impact of drug 
abuse 

Usually not specific to drug abusing 
families/stresses related to drug 
abuse 

Useful at any stage of change 

Provide the opportunity for family 
members to distract their attention 
to activities not related to drug 
abuse. Permit a temporary escape 
from the problem, with the aim of 
reducing family stress 

Not specific to drug abusing 
families 

Useful at any stage of change, but 
may facilitate denial or withdrawal 
if used in the pre-contemplative 
stage 

Advice, support and confidence to 
decrease the effects of vulnerability 
and stigma, empowering family 
members to make informed 
decisions and to recognize their 
rights 


continued 
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Tier Intervention Structure /indication/usefulness 
Tier 1 Advocacy (continued) Useful at any stage of change, but 
(continued ) may facilitate denial by shifting 
“blame” onto rights not fulfilled, 
as opposed to “resistance to 
change” 

Respite Provides opportunity for family 
members to take time away from 
problem 

Not usually specific for families of 
drug abusers 
Useful at any stage of change 
Tier 2 Support groups (self-help, Provide a safe nonjudgmental 
More facilitator-led) environment to verbalize issues of 
structured concern, to learn more about drug 
inter- abuse and its effects on the family, 
ventions, to increase awareness of ways of 
addressing coping and to reduce the impact of 
situations stigma and isolation 
where Effective in reducing family stress and 
drug improving family health 
use is, Useful at any stage of change 
or is Befriending Offers one-to-one support to those 
likely family members finding it difficult 
to be, a to attend support groups 
significant Useful at any stage of change, but 
issue particularly when the family is 


Parental skills training 


Structured counselling 
(individual, couples, 
group) 


ambivalent about openly 
acknowledging the problem 

Address family dysfunction through 
the provision of guidelines on 
parental roles and skills 

Does not explore specific dysfunction 
of particular families, but provides 
general guidelines 

Useful at any stage of change. 
Particularly useful at maintenance 
stage, in delaying/preventing 
relapse 

Addresses impact of drug abuse on 
family interaction and health 

Provides opportunity for family 
members to verbalize concerns 

Less intense than psychotherapy 

Useful at any stage of change 


continued 
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Tier Intervention Structure /indication/usefulness 
Tier 3 Unilateral family therapy Sessions with partner/significant 
More other, addressing impact of drug 
specialized abuse, coping strategies and 
inter- interaction 
ventions Aims to (a) improve health and 
aimed at well-being of the family; (b) increase 
working the likelihood of the drug abuser to 
with seek treatment; (c) slow down the 
multiple progression of drug abuse 
and Useful when drug abuser is resisting 
complex help (pre-contemplation/ 
drug-related contemplation) and when the 
problems partner/significant other is in 


Community reinforcement 
training 


Behavioural couples 
therapy 


Family therapy (e.g. brief 
strategic family therapy, 
multidimensional family 
therapy) 


action stage. Prolongs maintenance 
stage 

Structured approach with significant 
others: (a) reassurance that 
responsibility for using drugs lies 
with drug abuser, despite family 
dysfunction; (b) recognition of 
dysfunctional behaviour in the 
family; (c) instillation of hope by 
providing structure; (d) encourage- 
ment of significant others to find 
brief escape routes away from the 
problem 

Useful when drug abuser is resisting 
help (pre-contemplation/ 
contemplation) and when the 
significant others are in action stage. 
Prolongs maintenance stage 

With couples—exploring the impact of 
the dysfunction on drug abuse and 
vice versa 

Improves retention to treatment 

Useful when couples are in action 
stage. Prolongs maintenance stage 

Focus on the family as a unit in the 
establishment and progression of 
drug abuse 

In-depth and intensive approach, to 
preserve family and reduce drug 
abuse 

Useful when family is in action stage. 
Prolongs maintenance stage 
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Tier Intervention 


Structure /indication/ usefulness 


Tier 3 
(continued ) 


Social behaviour and 
network therapy 


Tier 4 Therapeutic communities 


Variant of family therapy, starting 
with the drug abuser and extending 
to significant others in the treatment 
process 

Useful when drug abuser is in action 
stage and significant others are in 
contemplation/ preparation. 
Engagement shifts significant others 
to action stage 


Provides opportunity for the family 


Interventions for families to spend time within a therapeutic 
aimed at environment 
the most Useful for well-motivated families 
complex (action/maintenance) with severe 
cases, dysfunction 
involving 
interagency 
working 


treatment. Family-based interventions have wider implications and 
outcome indicators, including improved family health. Research demon- 
strating such wide implications is sparse, and so effectiveness studies on 
family-based interventions report conservative outcomes. 

One of the first studies demonstrating a positive outcome was that 
reported by Stanton et al. [61]. They demonstrated that two thirds of heroin 
addicts showed a dramatic decrease in their drug taking behaviour 
following 10 sessions of family therapy. 

More recently, a meta-analysis [62] compared family or couples therapy 
with other therapies. Patients receiving family or couples therapy showed a 
bigger reduction in drug use and an improvement in treatment retention, 
when compared with those receiving individual counselling, peer group 
therapy, and family psychoeducation. However, there was no difference 
between those receiving family therapy and those having relatives’ groups. 

A randomized controlled trial [63] examined whether intensive family- 
focused interventions were effective in reducing parental drug use and 
preventing initiation of drug use in their children. The interventions 
consisted of family skills training, as well as “home-based case manage- 
ment” assisting the family in the application of such skills to the family life. 
The intervention package was structured with well-defined sessions. 
Families included in the study were those with the parent(s) on methadone 
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maintenance. Twelve-month follow-up revealed an improvement in paren- 
tal ability to abstain from using drugs in crisis situations and to apply 
family rules and boundaries. They showed a reduction in frequency of drug 
use and a reduction in family conflict. However, the study failed to 
demonstrate significant beneficial effects on child behaviour, although 12 
months may not be a long enough period to demonstrate such findings. 

Brief strategic family therapy was evaluated against group counselling of 
adolescents with cannabis use as well as conduct disorder [64]. Brief 
strategic family therapy was associated with significantly greater reduc- 
tions in use of cannabis, based on self-reports. Family function was also 
significantly improved in the ‘brief strategic family therapy’ group, whereas 
there was no improvement in the ‘group counselling’ group. 

There are several other studies in the literature reporting positive 
outcomes when family-based interventions are applied. The involvement of 
significant others in treatment, for instance through community reinforce- 
ment training [65] or social behaviour and network therapy [66], has been 
shown to improve outcomes. Interventions aimed at addressing the effects 
of drug abuse on the physical and psychological health of family members, 
through primary care interventions, have also been shown to provide 
positive outcomes [39]. Despite such strong evidence, the implementation 
of family-based interventions is far from satisfactory. A survey in the USA 
found that couples-based programmes were only provided by 27% of 
services surveyed [67]. 

The reasons for the scarcity of family-based interventions are unclear. 
However, empirical evidence suggests that the cost—benefits of such inter- 
ventions are only just starting to be appreciated and that they have been 
perceived as being ‘too intensive’ [67]. Another reason is that, although 
several studies have reported positive outcomes, methodological rigour is 
not the stronghold of some of the research. 


CONCLUSIONS 


Drug abuse by a family member has biological, psychological and social 
implications for the family. The genetic predispositions within the family, 
as well as the family interaction, constitute a family environment that 
contributes to the initiation, nature and progression of the drug abusing 
behaviour. The complex dynamics of the interplay of such processes has 
been described in this chapter. The coping behaviour adopted by families 
and its relationship to the stage of readiness to change within the family 
have also been discussed. The provision of family-based interventions to 
empower such families is sparse and the literature supporting their effec- 
tiveness is limited. However, the range of interventions described highlights 
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their role alongside the various tiers of service provision, demonstrating the 
importance of addressing drug abuse within a family context, as a family 
problem. 


APPENDIX: CASE HISTORY 


Ms X, a 20-year-old, injecting, multiple substance user, referred herself to 
the Community Drug and Alcohol Team, claiming she wanted to be ‘clean’. 
She reported using around 1.5g of heroin intravenously, around 1g of 
cocaine, mostly snorted, but some taken intravenously, mixed with heroin, 
and 60 mg of diazepam tablets taken orally, on a daily basis. She also used 
2-4 ecstasy tablets once a week. Ms X had been using such amounts for 
about 3 months prior to the referral, but had a longer history of drug abuse 
dating back about 5 years. 

Ms X’s family structure consisted of mother, stepfather and sister (2 years 
older). Her biological father had left the family home when Ms X was 4 
years of age, but maintained contact with the family. The stepfather had 
come onto the scene in the past 5 years. 

The chronology of events in Table 8.3 demonstrates the burden carried by 
the family and the impact of the family on drug abuse and related 
behaviour by Ms X. 


TABLE 8.3 Chronology of events 


Chronology/ Events/behaviour within the Events/behaviour related 
age of Ms X family environment to Ms X 
Birth Mother and biological father Perceived as a “sweet” and 
abusing cannabis, alcohol “affectionate” child 
and cocaine Mother describes better 
Drug dealing providing finances. bonding with Ms X than 
Both parents unemployed with sister 


Poor parental skills 
Sister physically abused by father 
Sister with temper tantrums 
4 years old Biological father leaves family home Ms X talks in “baby-language” 
Financial crisis and finds it difficult to be 
Sister with behavioural problems, weaned off her dummy 
both at school and at home 
4% years old Mother employs consistent approach Warmth and affection between 
in the family; boundaries clear mother and Ms X 
Mother stops using alcohol and 
cocaine 
Income support 
Sister’s behaviour markedly improved 
continued 
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TABLE 8.3 (continued) 


Chronology/ Events/behaviour within the Events/behaviour related 

age of Ms X family environment to Ms X 

5 years old Sister caught smoking cannabis Mother unable to cope. Ms X 
(from mother) sent to grandmother 


Mother reacts by increasing warmth 
towards sister; also increases own 
use of cannabis and restarts smoking 


cocaine 
5% years Mother re-establishes contact with Ms X is back with family 
old biological father Ms X reported as being 
Worsening of sister’s behavioural difficult to manage at school 
problems 
6-14 years Repetitive separations and Ms X’s care shared between 
old reconciliations with biological mother and grandmother 
father, associated with worsening Worsening of behavioural 
and improvements in sister’s problems, both at school and 
behavioural problems, drug use at home, including smoking 


in the family and financial situation cannabis (from parents) 
Sister started self-cutting at the age of 

11 and got into trouble with the 

police at the age of 12, for shoplifting 


15 years old Mother starts relationship with Ms X starts using heroin. Starts 
stepfather, who is a non-drug/ as intravenous use, on a 
alcohol user twice a week basis 


Mother abstinent from all substances 

Sister admitted to a psychiatric secure 
unit, due to repetitive self-harm, 
antisocial behaviour and use of 
cannabis, heroin, cocaine, 
benzodiazepines and alcohol 

15-17 years Increased disharmony between Escalation of drug use by Ms X 
old mother and daughters. No 

expression of affection/warmth 
from mother to daughters. Several 
outbursts of anger 

Mother and stepfather maintain 
abstinence 

Sister has a child and is housed by 
authorities; stability in both drug 
and mental health issues 


18 years old Sister and child isolated and not Ms X leaves family home and 
accepted by neighbourhood. settles at grandmother’s 
Accused of introducing drugs to place 
the area. Sister claims otherwise. Reduces use of drugs from 
Results in rapid worsening of daily to twice weekly 


drug use and incidents of self- 
harm by sister 


continued 
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TABLE 8.3 (continued) 


Chronology/ Events/behaviour within the Events/behaviour related 
age of Ms X family environment to Ms X 


18 years old Mother starts using cocaine and 
(continued) cannabis and introduces substances 
to stepfather 
Stepfather starts using alcohol daily 
Mother lends money to sister due to 
financial crisis 
19 years old Mother, stepfather and sister using Ms X’s drug use worsens 
alcohol and drugs daily Returns to family home 
Child under the care of Social 
Services; placed in a foster home 
20 years old Mother reduces amount of daily Ms X refers herself to drug and 
drug use alcohol services 
Mother facilitates Ms X’s move to 
seek treatment 


21 years old No change in use of drugs and Ms X stable on medication and 
alcohol well engaged with services 
Sister continues to self-harm 
22 years old Mother stops cocaine use and Ms X becomes pregnant 
reduces cannabis use to alternate Maintains stability in drug use 
days 


Stepfather becomes abstinent 

Mother and stepfather focus their 
attention on Ms X’s pregnancy. 
Increased care associated with love 
gestures 

Sister’s condition continues to 
deteriorate 


The chronology of events describes the fluctuations in family dynamics. 
The family works its way through repetitive losses and crises, which 
strengthen the family relationships and reinforce the family dysfunction. 
Drug use is an integral part of family function and shifts from one member 
to the other, depending on who takes on the role of saviour. 
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The Role of Family Organizations in 
Mental Health Care 


Margaret Leggatt 
World Fellowship for Schizophrenia and Allied Disorders, Victoria, Australia 


INTRODUCTION 


Family organizations in the area of mental illness have been established in 
many parts of the world as the result of several factors. In Western 
countries, the main factor was the move towards treating people in the 
community as a result of policies of deinstitutionalization. The failure of 
most societies to provide adequate community facilities for rehabilitation 
and accommodation left family members as the main source of care and 
support for their mentally ill relatives. Families were expected to carry out 
these caring roles without information about the illnesses, without educa- 
tion or training in how to manage, and with little or no emotional support. 
At the same time, many psychological theories about mental illness blamed 
parents as having caused mental illness to develop in their offspring. 
Exclusion and neglect of families proved fertile ground for the development 
of the family organizations. 

In developing countries, the relationship between family caregivers and 
mental health professionals has been different. The attribution of blame for 
causing mental illness in their children has not been part of professional- 
family interactions. The development of family organizations in these 
countries has been brought about because the burden of caregiving is 
exacerbated by conditions of extreme poverty combined with much more 
deeply entrenched stigma and misperception about mental illness. 


HISTORICAL OVERVIEW 


In the main, family organizations began as small groups of relatives, 
predominantly parents, meeting together as support for themselves. Because 
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they had been excluded by mental health professionals from participating 
in treatment and care regimes, the sharing of their ‘lived experiences’ led to 
these groups being seen as providing self-help through mutual support. 

One of the earliest organizations was Zenkaren, The National Federation 
of Families with the Mentally Ill in Japan, formed in 1965. The National 
Schizophrenia Fellowship (NSF) in the United Kingdom (now RETHINK) 
was formed in 1971 as a result of the overwhelming response from families 
to a letter written to The Times by John Pringle, a father with a son with 
schizophrenia. A decade later, NSF had more than 100 groups in Britain, 
and had been a model and inspiration for many sister organizations world- 
wide, most notably in Australia, New Zealand and Canada. The National 
Alliance for the Mentally Ill (NAMI) was started in the USA in 1979, when a 
group of families of persons with mental illness hosted a conference. The 
idea of a national organization resulted in delegates at this conference 
agreeing on a name, purpose and funding method. By-laws were drafted, a 
steering committee was selected, tax-exempt status soon followed, an office 
was opened in Washington in 1982, and six years later the organization had 
grown to over 600 groups [1]. 

In 1982, what is now called the World Fellowship for Schizophrenia and 
Allied Disorders (WFSAD) was founded in Toronto by representatives of 
an eight-nation coalition of family organizations from Western, developed 
countries. The benefits of family support organizations in these countries 
led them to want to share their experiences, but it was not until 1991 that the 
WFSAD became seriously involved in family empowerment at the grass- 
roots level. Prior to this, the role had been as a conduit for information 
exchange between the countries making up the national membership of the 
WFSAD. 

In December 1992, European organizations developed the European 
Federation of Associations of Families of People with a Mental Illness 
(EUFAMI). This comprises 23 family organizations from 19 European 
countries. The main goals of EUFAMI are stated as: (a) empowerment of 
family and friends who care for people with mental illness through training 
and promotion of self-help strategies; (b) mobilization of all available means 
to combat stigma and discrimination against people with mental illness; 
and (c) adoption by professionals of standards of best practice in prevention 
and treatment of mental illness [2]. 

Johnson [3] surveyed organizations worldwide that were focused on 
families of people with severe mental illness. Information was obtained 
from Australia, Bermuda, Belgium, Canada, Germany, India, Ireland, Israel, 
Japan, the Netherlands, New Zealand, Russia, South Africa, Spain, Sweden, 
Switzerland, Ukraine, the UK, the USA and Uruguay. Several countries 
known to have family organizations did not respond—France, Austria, 
Denmark, Norway, Portugal, Romania and Italy. Many of these groups were 
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small and newly-formed; in most countries they had not achieved the status 
of a national organization. 

Johnson [4] comments on the great differences between nations in how 
they have organized family groups, with some countries forming national 
organizations within a few years (France, Ireland, Sweden, Japan, Ukraine 
and the USA are examples), while other countries have multiple orga- 
nizations spread throughout the nation (Italy, the Netherlands and 
Australia with three organizations and Israel with two). Others, such as 
Russia, have many local organizations, which do not represent the entire 
nation. Some have local organizations that tend to speak for the rest of the 
nation. 

The development of a national organization is hindered largely because 
groups are often overwhelmed by problems at the local level and lack 
resources to develop a national body. It is therefore encouraging that in 
India, where the WFSAD has helped with financial, educational and moral 
support, “we see today the founding of a National Federation of the 
Mentally Ill. . .” [5]. Eight years ago, the WFSAD helped to found two 
national family organizations in East Africa [6]. Recently, the WFSAD 
founded a group of 16 family organizations in 12 countries in Central and 
South America, called the Alianza Latina. 

From small beginnings, where groups of family carers came together out 
of desperation to find some solutions to the problems with which they were 
confronted, the “family movement” worldwide is becoming a force to be 
reckoned with, and has impressive achievements to its credit. While refer- 
ence is made to this force as a movement, from the less powerful “small 
group” in developing countries to the greater impact of the larger national 
organization (usually a much older and more established institution in a 
Western country), it is now clear what the WFSAD, EUFAMI and families 
of the mentally ill everywhere are concerned about, and what they can 
achieve. 


STRUCTURE AND FUNCTION OF FAMILY 
ORGANIZATIONS 


A review of the mental health literature reveals little that is specific about 
the family organizations, although occasional vignettes can be found [e.g. 
1,3,4,7]. In order to understand more about family organizations, voting 
members of the WFSAD were sent a questionnaire asking them about their 
structure, their activities and what they hoped to achieve in the future. Of 
22 voting members of the WFSAD, 9 replied. Most of those who did not 
reply were faced with language barriers. Nevertheless, responses received 
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provide an interesting cross-section of the achievements of small family 
groups as well as strong national family-driven organizations. 

The stated purposes of the organizations varied, but the themes were 
similar to those of EUFAMI: empowerment of families and consumers, the 
promotion of mental health through programmes to reduce stigma and 
discrimination, improvements in quality of life through the provision of 
better mental health services (particularly community services) and cam- 
paigning politically. All organizations were registered with government as 
not-for-profit organizations. 

In all the organizations with the exception of the Russian one, family 
carers are the pre-eminent members of governing committees, hence the 
understanding of these bodies as Family Organizations. The Russian organ- 
ization (in which all members of the governing committee are mental health 
professionals) is typical of many countries, particularly those in the deve- 
loping world, where professionals have taken major roles in supporting and 
helping to develop family support groups. Populations in these countries 
see doctors particularly as the ones with power and authority to make 
things happen. 

In all the organizations, with the exception of the Kenyan and Russian 
ones, family carers comprise the substantial majority of members. Several 
organizations do not seem to have mental health professionals as members. 
This is interesting in view of the discussion about the relationship between 
family carer groups, family organizations and mental health professionals 
that forms the latter part of this chapter. 

From a list of activities, organizations were asked to show which ones 
they provided to family carers. All but one organization reported that they 
provided information resources/printed materials, advocacy to politicians 
and anti-stigma projects. All but two provided conferences/seminars, and 
all but three provided family-led self-help groups, educational courses for 
family carers, and advocacy on behalf of members (for example, helping 
someone get treatment). Five out of nine provided a telephone helpline. 

As well as services to families, organizations were asked if they provided 
services to people with mental illness. It was found that five out of nine 
provided voluntary work, and four out of nine housing /accommodation. 

Small family groups have commenced accommodation projects (e.g. in 
Argentina), while the established family organizations have been respon- 
sible for many initiatives in the development of community recreational, 
rehabilitation and accommodation facilities. For example, from a publicity 
brochure produced by Zenkaren, it is stated that of 1740 sheltered 
workshops in Japan, 897 are managed by local family group associations. 
These facilities function not only as job-training centres, but they also 
provide people with mental illness with a place to meet where they are able 
to function as members of a community. It should be pointed out that 
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Japanese “sheltered workshops” do not match the concept of “sheltered 
workshop” in other countries. These Japanese enterprises are more like 
small businesses that employ psychiatrically disabled people. 

All organizations reported reliance on funds from private donors 
(donations, bequests) and membership subscriptions. For India, Kenya, 
Russia and South America, these were the only sources of funding. For the 
older, more established and bigger organizations, substantial funds were 
received from all the sources listed in the questionnaire—private donors 
and membership subscriptions, as well as government grants, fundraising 
by members of the organizations, grants from pharmaceutical companies, 
business and philanthropic concerns. 

In the beginning, groups/organizations obtain financial support from 
their members. As they grow and become recognized (particularly if they 
provide services for patients/consumers), funds become available from 
other sources. This is not necessarily the case in developing countries, where 
conditions of extreme poverty make mental health a very low priority and 
the needs of family carers are even less recognized. The most distressing 
aspect of the WFSAD’s role is the relentless request for financial support to 
struggling organizations in developing countries. The WFSAD’s workforce 
is voluntary except for meagre salaries to a small administrative staff. 

Questions were asked to find out what the organizations felt were the 
most important projects in which they were currently engaged, and what 
the major problems were for them in achieving their objectives. Continuing 
and expanding the programmes to fulfil the needs of family carers was 
important in most organizations. These programmes ranged from encoura- 
ging the formation of small self-help and support groups to sophisticated, 
structured family education and training courses. 

The overwhelming need to reduce the stigma and discrimination asso- 
ciated with mental illness has resulted in family organizations being 
responsible for “mental health days”, “awareness weeks” and use of the 
media to promote understanding and more positive images of mental 
illness. Public/community education still takes many forms, but notable in 
the responses to this questionnaire were the emphases on political 
campaigning “to ensure that consumers and carers have access to education 
and support” (Australia), and “campaigning to government to implement 
policy changes—again and again’ with programmes to “grow our 
campaigners, members, supporters” (UK). Notable also were educational 
projects involving “non-traditional partners such as emergency room phy- 
sicians and police” in the USA and “police sensitization” in India. 

Not surprisingly, the most often cited barrier to developing these projects 
was the lack of funds, with some organizations highlighting the absence of 
government support or the tightening of government budgets to the mental 
health area. 
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Of equal importance as barriers to implementation, were a wide range of 
issues relating to volunteers (mainly family members) and staff. Organiza- 
tions needed more volunteers. Many families were either not able to 
volunteer because of the heavy burden of caring, or did not volunteer 
because of the stigma associated with such work. In Kenya, the general level 
of poverty meant that the majority of carers had to spend their time earning a 
living rather than volunteering. NAMI highlighted the difficulty associated 
with holding an organization together when “very disparate views are 
held”. This made the setting of a common agenda problematic. SANE 
(Australia) and Zenkaren (Japan) commented on the shortage of skilled man- 
power available for carrying out their community mental health projects. 

The low priority of mental illness with policy makers in health services, 
not to mention disagreements about mental health policy in different 
governmental spheres, hampered effective progress. Behind government 
indifference lay the persistent feeling that many people in government still 
did not really understand mental illness. 

As family organizations came about because of gaps in service provision, 
and if they are to continue to grow, it is important to understand what is 
different and unique to these organizations. Overwhelmingly, all respon- 
dents claimed that emotional support was the key function or core aspect of 
their organization’s service to families, and was the major difference 
between the family organizations and professional services. Only family 
carers who have experienced the trauma associated with caring for a 
relative who has a mental illness can understand the emotional impact this 
has. A quote from NAMI (USA): “You cannot teach what you don’t know, 
or you cannot lead where you will not go.” 

Another key function was training in illness management, particularly 
the management of a wide range of behavioural problems that were part of 
or that arose because of the person’s mental illness. Family carers who 
spend all day every day, month and year coping with mental illness 
develop expertise in illness management, often through trial and error. 

Other kinds of helpful information that respondents reported receiving 
primarily from the family organizations were good examples of treatment 
and care leading to recovery (usually due to medication compliance and 
family support); the everyday dilemmas and conflicts experienced by 
families sharing their lives with a mentally ill person, and how to bring 
about conflict resolution; positive ways of asking for help, suggestions for 
referrals to psychiatrists and for “managing the mental health system”, 
with particular emphasis on how to develop good practices with profes- 
sionals so that they are responsive to what people want; general and 
specific information and emotional support through telephone helplines 
and online sourcess; and facts about government legislation, benefits and 
new medicines. 
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The national family organizations now employ mental health profes- 
sionals alongside other employees, with a range of different qualifications, 
and provide a wide range of mental health services. Many have gone 
through changes where the original family-run programmes to support 
family carers have been de-emphasized by expansion into other areas of 
mental health service provision. 


FAMILY ORGANIZATIONS: PROCESS AND OUTCOMES 


It is obvious that family organizations worldwide play a substantial role in 
mental health care, but specific outcomes achieved for family carers and 
their mentally ill relatives are not widely appreciated or known about. 

Relevant literature on this subject emanates predominantly from the USA 
and the UK. It is largely concerned with describing the changing structures 
and differing processes of the family self-help through mutual support 
movement from small, local, peer-led groups to programmes that now 
embrace many combinations of professional mental health workers and 
family members working together in a variety of different settings. These 
settings vary from independent family groups in non-mental health com- 
munity environments to professionally supported and facilitated groups in 
mental hospitals and community mental health clinics. 


Self-Help through Mutual Support 


Self-help groups were defined by Katz and Bender in 1979 as “voluntary, 
small group structures formed by peers who have come together for mutual 
assistance in satisfying a common need and bringing about social and/or 
personal change, such as improvement in confidence and the development 
of problem-solving skills. They develop values through which members 
may attain an enhanced sense of personal identity. Members of such groups 
perceive their needs are not being met by existing social institutions” [8]. 
Since the above description and during the past two decades, there has 
been a remarkable expansion in the activities of groups devoted to self-help 
and mutual aid, mainly in Western countries [1,7]. This development is 
important politically. Implicit in previous welfare programmes and in 
charitable organizations that rely on volunteers is the one-way giving of 
handouts to those in need. Self-help through mutual support challenges 
the “needy” to become self-reliant through utilizing processes that lead to 
self-empowerment. The popularity and rapid growth of such groups in the 
mental health field has been attributed to a variety of socio-political and 
organizational imperatives: deinstitutionalization and the shift to community 
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care, the breakdown of family and community networks, the increasing 
dissatisfaction of users and carers with inadequate services, and the grow- 
ing consumer movement and its emphasis on self-empowerment [1]. 

Self-help through mutual support seeks to re-establish basic core tradi- 
tions of community and neighbourhood by developing self-reliance in 
ordinary individuals to manage the exigencies in everyday situations. ‘Self- 
help through mutual support is a process wherein people who share com- 
mon experiences, situations or problems can offer each other a unique 
perspective that is not available from those who have not shared the 
experiences” [7]. 

In the mental health field, self-help groups: (a) provide a safe and simple 
environment “in stark contrast to professionally led psychotherapeutic 
groups where the control lies with the trained professional therapist/ group 
leader who manipulates members’ reactions to achieve their emotional 
resolution” [9]; (b) allow families to seek help in a fashion that is com- 
fortable for them [10]; (c) exemplify a democratic philosophy, for example, 
rotating group leadership, nonhierarchic structure, and the acceptance of 
troubled, stigmatized behaviour [11]; (d) are “anti-big, anti-bureaucratic, 
anti-impersonality”’ [7]; (e) are controlled and governed by the members; 
and (f) are “non-profit” and “no charge” (“since social support is provided 
and returned without payment, its demonstrable benefits and low costs are 
of interest to health policy makers”) [12]. 

While the literature on self-help through mutual support researches the 
phenomena through studies of self-help groups, the process of self-help can 
occur in many different formats. Individual peers supporting others 
through informal sharing of experiences (telephone support or face-to- 
face meetings) should be available for those for whom groups can be inti- 
midating. 

Alternative peer support to that offered in groups may be important for 
different ethnic communities, for whom even to communicate with one 
other family can initially be too traumatic. The shame of mental illness 
precludes anyone else knowing of its presence, even extended family 
members. Again, different cultures may find groups more acceptable if they 
acknowledge a strong cultural tradition; for example, “African American 
families sharing their experiences with other congregants showed that 
church-based support groups improved their knowledge and morale” 
[13]. 

Online support is beginning to be recognized as a self-help mechanism. 
In an analysis of online support for caregivers of people with a mental 
illness, Perron [14] found that a “discourse analysis revealed that messages 
had a primary focus of disclosure and providing information or advice. 
Discussion of emotions and diagnoses were found in nearly half of the 
messages.” 
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Self-help through mutual support is organized help; it has to be set up, 
routinized and provided on a regular basis. It does not “just happen’. This 
makes it different from conventional family, community or neighbourhood 
support, which tends to occur more spontaneously. This is an important 
point to remember, because it reflects the nature of mental illness itself. 
Family carers need to be organized to meet with each other. In many 
situations, some outside help is needed to support the group until it is able 
to continue under its own auspices. 

Experiential knowledge is one of the criteria for defining self-help 
groups. “It is an amorphous, changeable entity which does not lend itself to 
traditional research methodologies; nor does it lend itself to generalizations. 
Yet it distinguishes self-help groups from other types of helping bodies, and 
is highly valued by those who participate in those groups” [15]. What is its 
value relative to other forms of knowledge? Schubert and Borkman [15] 
suggest that: 


e The first component is “wisdom and know-how gained through reflec- 
tion upon personal lived experience”. When self-help group members 
share their day-to-day experiences, they become aware of “common ele- 
ments in both problems and attempted solutions while recognizing the 
uniqueness of their own situations . . . experiential knowledge tends to be 
specific, pragmatic, somewhat idiosyncratic” and contextual. 

e The second component is “belief in the validity and authority of the 
knowledge gained from an experience”. It is “lay knowledge—handed 
down, common sense knowledge”. Persons must believe that the 
knowledge obtained from their experiences has value and is worth 
sharing with others. Such sharing enables members of a group to define 
more clearly the problem they are facing and to evolve guidelines for 
dealing with it. 

e Experiential knowledge is transmitted in small group conversations, 
telephone calls and informal face-to-face meetings between people who 
are coping with similar situations. 

e Experiential knowledge consists of statements, stories or narratives 
reflecting some aspect of an individual’s experience that she or he values 
and trusts as knowledge. To an uninvolved observer, much experiential 
knowledge may sound like or appear to be small talk or everyday 
conversation. 

e Experiential knowledge is contrasted with professional knowledge. 
“Professional knowledge is information, knowledge and skills developed, 
applied and transmitted by an established specialized occupation to 
those who have fulfilled the requirements of a profession. Compared to 
experiential knowledge it is analytical, grounded in theory or scientific 
principle, and abstract.” Unless professionals have the problem, their 
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perspective remains based on their training and research. “Professional 
knowledge is exclusive and private. Professionals are paid help, infor- 
mation flows one-way, helping activities are scheduled, organized and 
constrained by time” [16]. 


The “helper/therapy principle” [7] states that those who help others also 
receive help themselves. In the mental health field, the helpers are also able 
to see themselves as an example of someone who has come to terms with, 
and learned the best ways of coping with the same set of problems that are 
now confronting the recipient of help. This, in turn, instils a sense of hope in 
the recipients of help. Recipients of help are often then able to become 
helpers themselves [8]. 


Family-to-Family Education Programmes 


While many family organizations around the world consist mainly of self- 
help support groups, the larger, established organizations have developed 
their own impressive family education programmes, such as ‘’Under- 
standing and Coping with Schizophrenia: 14 Principles for the Relatives” 
[17] and the ‘“Family-to-Family” education programme [18]. The family 
carers who developed these programmes claim that their experiences have 
given them the knowledge which mental health professionals do not have— 
the “personal lived experience” of day-to-day coping. Family “educators” 
are trained by their peers and give their services voluntarily. These 
beginnings show a potential resource for mental health services that as yet 
has not been properly recognized, supported or developed. 

The ‘’Family-to-Family” education course describes and then resolves 
three major problems that arise as the result of mental illness in a family 
member: 


e Mental illness is a trauma, and the effects of trauma are helplessness and 
isolation. The course provides recognition, understanding and process- 
ing of traumatized people’s emotional states. 

e The course externalizes the harsh, unforgiving messages about mental 
illness that everyone absorbs—weak character or character defect, bad 
people, inadequate parenting, bad marriages etc. This is a consciousness- 
raising exercise aimed at resolving the harmful stereotypes that have 
been absorbed. 

e Personal empowerment is developed. The course emphasizes how to 
place living with trauma into a life perspective that fosters self-care and 
self-realization. “It is absolutely certain that this focus on trauma and 
healing is the most appealing aspect of the course. Family members 
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overwhelmingly endorse the emphasis on emotional self-disclosure and 
group affirmation of legitimate feelings, giving the highest content area 
score to classes focused on learning about feelings and self-care” [19]. 


A pilot study of ‘Family-to-Family” [20] found that the 37 participants 
“demonstrated significantly greater family, community and service system 
empowerment and reduced displeasure and worry about the family mem- 
ber who had a mental illness. These benefits were sustained at 6 months.” 

The most sophisticated education and training programmes provided by 
the well-developed family organizations utilize a volunteer workforce to 
great effect. These courses include an “empowering call to action” for 
“constructive political and social change” [18]. 

Family education and training are still not adequately provided in most 
countries. These programmes could be developed extensively as they seem 
to provide the information needed by families of persons with mental 
illness that is not being given to them by the mental health system. 


Mechanisms of Change: The Self-Help Process that Leads to 
Empowerment 


The sharing of knowledge experienced through coping with mental illness 
and the resulting recognition of one’s contribution as a legitimate resource 
in the treatment and care of a relative are powerful aspects of the self-help 
through mutual support process. These mechanisms occur within a frame- 
work that validates the emotional devastation that family carers experience 
and that allows the trauma to be worked through in the company of and 
with the support of other “fellow travellers”. Another mechanism for 
change through the self-help process would seem to be time. “There is a 
time factor related to benefit, and benefit accrues over time” [10]. 

Members become better at asserting themselves through gaining 
confidence, understanding and support. This empowerment of family 
carers diminishes their burden. Treatment models, with their continuing 
emphasis on “pathology”, often fail to acknowledge the positive skills and 
strengths of family carers. Continual emphasis on what is wrong is 
physically and emotionally exhausting, and does little to reverse carers’ loss 
of self-esteem and confidence—a direct consequence for them of mental 
illness in a close relative. 

While a treatment focus is necessary for families to learn how to manage, 
transition to empowerment through the mechanisms of change within the 
self-help framework is not often considered by professionals to be part of 
their responsibility. 
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Support Groups 


While self-help through mutual support typified the commencement style 
of the earliest family groups, predominantly in Western countries, some of 
the literature relevant to these developments in mental health now draws a 
distinction between self-help groups and support groups. In reality, the 
differences between family self-help through mutual/peer support and 
the support group is often blurred. Much of the literature has not em- 
braced the emphasis that is developing in some research that wishes to 
explore these differences. 

Family support groups in mental health are often facilitated by profes- 
sionals: this involvement of professionals seems to be the major emphasis in 
defining the differences between support and self-help groups. Behavioural 
and societal changes are subordinate to the goals of emotional support and 
education for family carers [1]: behavioural change here seems to be referr- 
ing to the potential of self-help to transform people’s world-views about a 
particular phenomenon. 

In family support groups, there is a combination of professional know- 
ledge and skills with exchanges among family group members who share a 
common problem [16]. Professional-led groups tend to be psychoeduca- 
tional (giving families information that will help them to understand the 
“diagnosis’”’), with the emphasis on improving family competence in order 
to improve client outcomes, whereas family-led groups focus more on 
advocacy issues—how to get better help [16]. Professionally led support 
groups where a professional plans, organizes and facilitates the group are 
usually more structured, with information, problem-solving and coping 
techniques as well as support [21]. 

Support groups with professional involvement may be more common in 
Eastern societies, whereas the self-help approach occurs more often in 
Western developed countries. “Published accounts that we have about self- 
help in other parts of the world suggest that North American groups may 
be significantly more independent of professionals than those in other 
countries” [1]. 

Pickett et al. [22] list the following benefits of support groups emerging 
from their study of attenders and non-attenders of these groups: 


e Relationships: “improvements in relationships with their ill family mem- 
ber, and a subsequent diminution in family disruption; higher levels of 
adaptive coping through members providing help to each other...by 
sharing coping methods, brainstorming solutions to situations, and 
providing emotional support”. 

e Education: increased knowledge of mental illness and its treatment. 
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e Service use: increased access to services and greater use of community 
resources; better advocacy for securing care for their ill relatives and 
bringing about change in mental health services. 

e Support: decreased isolation through hearing about the experiences of 
others and the subsequent development of shared responsibilities and 
helpfulness among group members. 

e Emotional well-being: significantly less depression and burden in support 
group participants: “caregivers expressed that the support group offers a 
place to rehabilitate feelings, not just of resignation but of helplessness, 
pain, fear and all the rest...a safe, secure atmosphere where their fears 
and anxieties could be faced and discussed without the need to defend 
their positions. Caregivers said that they felt that a professional was finally 
listening to them, hearing their side of things” [21]. 


Problems with Self-Help through Mutual Support and with 
Support Groups 


Although there are many benefits from self-help through mutual support 
and support groups, there are issues that need to be examined if the self- 
help movement in mental health is to expand: 


e At the level of small groups, there can be negative effects of group 
membership: feeling overwhelmed by listening to other people’s stories, 
and realizing more clearly what is wrong with their relative can be very 
distressing if it is not handled well. This is potentially very damaging for 
families facing mental illness for the first time/episode [23]. 

e Reasons for dropping out include not having enough time to attend, the 
fact that the group is no longer helpful, problems with transportation 
and parking, inadequate leadership, and lack of comfort with other 
members [24]. Groups can be too unfocused and can degenerate into 
complaint meetings expressing nothing but negative feelings. This can be 
destructive and the cause of family carers not wanting to belong. 

e Membership of support groups is deemed not to be representative of 
family carers as a whole. They are essentially middle class. For example, 
comparisons of NAMI groups in one state suggest that there are impor- 
tant differences between people who belong to mental health support 
groups and people who do not. Members are a bit younger, more likely 
to be parents and more affluent. Their mentally ill relatives have more 
education, more employment and are less likely to live at home. 
Members are less likely to be African American. These demographic 
differences raise the possibility that those not currently part of NAMI 
may have a different experience of mental illness [25]. 
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e A study that looked at who attends support groups and who does not 
“found significant differences in socio-demographic characteristics and 
level of functioning of the relative with mental illness. The support group 
participants are more likely to be white, educated, middle-aged and 
middle income. Their relative with mental illness was more likely to be 
living at home, to have a diagnosis of schizophrenia and to have 
experienced multiple hospitalizations” [24]. He/she was likely to require 
more caring, but used mental health services less frequently. 

e There is an under-representation of minority cultures. 

e Unification of many small groups into a single network that can speak 
with one voice about national policy can have the detrimental effect of 
losing the grassroots character, if and when the local groups lose touch 
with the central organization but tend to be governed by it [7]. 

e Anti-professional attitudes. There is considerable dissatisfaction expres- 
sed by caregivers where they feel excluded by professionals from giving 
“their side of the story” and the intimate knowledge that they have of 
their mentally ill relative. This has led to hostilities between family carers 
and professionals, with families seeing professionals as inadequate, and 
professionals entrenching their beliefs about “family pathology”. Profes- 
sionals do not receive training about self-help groups and they do not 
have the opportunities to learn about self-helpers’ personal experiences. 
Professionals frequently question the effectiveness of self-help groups; 
they can feel threatened by anti-professional attitudes, emotional attacks, 
challenges to professional “authority” and competition with the 
professional service monopoly. Thus, despite the potential benefits, 
few professionals refer their clients to mutual support groups [26]. 


FUTURE RELATIONSHIPS BETWEEN FAMILY GROUPS, 
THE FAMILY ORGANIZATION AND MENTAL HEALTH 
SERVICES 


In the development of the “Families as Partners in Care” project, the Board 
members of the WFSAD endorsed the following statement [27]: “Research 
findings show that better outcomes are achieved for people with mental 
illness by involving and working with their family carers in an educational 
and supportive partnership”. This resolution resulted in a strategy plan to 
implement family intervention programmes where all stakeholders— 
carers, consumers and clinicians—would work together in partnership. 
The first step in bringing about a change in the relationship between self- 
help support groups and the professional mental health service is to 
develop an understanding that it is only through partnership that 
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empowerment for family carers and consumers can be achieved most 
effectively. In the mental health field, families who have been emotionally 
devastated and sidelined will regain more control over their lives through a 
partnership with mental health services that values and utilizes the know- 
ledge they have gleaned through their “lived experiences”. Rather than 
operating from an “expert” professional framework that can create depen- 
dency, professionals should have a role in encouraging the family carer 
towards this personal empowerment. 

Partnerships imply equality, plus ‘reciprocity, helpfulness, complemen- 
tarity, collaboration, understanding and clear roles”. “Competition, 
territorialism, authoritarianism, dominance, non-supportiveness and judg- 
ment...are negative qualities to be avoided” [16]. Mutual respect and 
“open communication” are “interpersonal and human qualities of profes- 
sionals” that self-helpers would like to find in their professional workers 
[16]. 

Other factors that will need to be overcome, if equality is to be achieved, 
are the negative attitudes that families and professionals have towards each 
other. This needs to be replaced by mutual respect based on an appreciation 
of the difficulties all key stakeholders face, whether it is family carers 
coping with mental illness in a close relative, or professionals working in a 
system that is under-resourced, full of ethical dilemmas and of relatively 
low status in the eyes of the community. 

Strategies mentioned in the literature [7,28] for professional education 
and training, in order to appreciate what is important about family self-help 
and support in mental health care, include the following: 


e Professionals need to attend self-help support groups to hear the issues 
that families see as important and how families interact with each other. 
This should commence preferably as part of undergraduate training, but 
should be an integral part of in-service training. Many professionals are 
unaware of the existence of family groups, or, even if aware, are not 
familiar with the nature of self-help group interactions. Attendance as 
“observers” will help them to appreciate the relevance of “experiential” 
knowledge and know-how, and to recognize the importance of 
incorporating this knowledge into treatment and care plans. In this 
way, family carers will become a resource that can and should be highly 
valued. This will be of benefit to the professional as well as to the 
consumer. 

e Professionals and family carers alike need to be educated to appreciate 
“professional” and “self-help” models, and to value the strengths and 
limitations of each. It is not too fanciful to believe that an appreciation of 
each other’s position will alleviate many of the problems that arise 
through the failure of communication between professionals and family 
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carers; learning from each other allows common goals to be achieved for 
the mentally ill person. This will relieve some of the pressures on mental 
health systems caused by failure of effective communication. 

e Some professionals refer some families to the family groups/family 
organizations some of the time, but this needs to be formalized and to 
become a regular and accepted part of help and support for many more 
families than happens at present. There should be follow-up by profes- 
sionals to see if families have actually taken advantage of what can be 
offered. “Simply mentioning a group is insufficient. Referrals must be 
made by informed persons who are positive but realistic about the focal 
self-help group...several partial or full sessions are desirable to impart 
information about the self-help group and deal with any difficulties 
experienced by the prospective member in his or her early contacts with 
the group” [29]. 

e Other roles for professionals include providing support to the group, 
information, consultation and a willingness to help start up self-help and 
support groups. Professionals in some countries have started self-help 
and support groups, with the idea of withdrawing from the group when 
it is able to continue without professional assistance. This often proves 
difficult, as the family members have come to rely on the professional 
and feel they will not be able to continue without their input. But it is 
important for professionals to withdraw from leadership to allow for the 
empowerment process to develop. “Tf the group is not time-limited, peer 
leadership (among members) becomes stronger. For professional facil- 
itators, this signals the potential for converting to a consultant role. This 
transition can be effected through three strategic moves by the practi- 
tioner: first, gradually becoming less active in the meetings he or she 
attends; second, not attending every meeting; and third, meeting with 
peer group leaders for consultation outside the group’s meeting time” [29]. 


RESEARCH AND EVALUATION 


Although research studies previously referred to in this chapter have 
revealed the benefits of family self-help and support groups, the “structural 
characteristics, change processes and probable outcomes” of these groups 
for people who use them are not clearly known or understood [29]. This is 
another reason why there may be hesitations in properly supporting family 
organizational initiatives. 

Research to date has suffered methodological problems: 


e Outcomes have been assessed using traditional “scientific” research 
methodologies, rather than a methodology devised to explore processes 
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that take place over periods of time, and have outcomes that are less 
easily quantifiable; research processes that seem essentially more 
subjective and therefore less scientifically valid. Because research pro- 
jects that are in-depth and longitudinal are only able to cope with small 
samples, generalization of the findings can be open to criticism. There is 
a need to understand what “outcomes” self-help group members want 
for themselves, and then how these can be measured. 

e Samples have been biased. The essential middle-class nature of most 
family organization members referred to earlier, and the fact that “focus 
groups” (the basis of many surveys about family groups) are usually 
carried out with self-selecting participants, has not led to research that 
understands the range of outcomes for many other family constellations 
and circumstances, including the huge variety of ethnic characteristics, 
which are often completely ignored. 

e Future research in this area needs to “define more objective measures of 
benefit rather than relying on the self-report of participants” although 
“the subjective experience anecdotally reported by the parents cannot be 
ignored”. Research needs to be done to see how the self-help experience 
can be utilized for “first-episode” families [23]. Kuei-Ru et al. [21] argue 
for research methodologies to “isolate experimental variables from other 
confounding influences, balance experimental and control groups in 
terms of demographic factors but also in terms of caregiving factors”. 
Powell [29] feels that more research needs to distinguish between groups 
that are professionally facilitated and those that rely only on the 
“experiential wisdom” of the self-help members. 

e Perhaps one of the most useful areas of research would be to explore the 
factors that prevent even greater participation by individuals from a 
variety of backgrounds [24]. Winefield and Harvey [30], in their study of 
the effects of group meetings for family caregivers facilitated by profes- 
sionals, found that attendance and participation rates were high once 
subjects were engaged. In spite of extensive publicity about the groups, 
the number of caregivers who showed interest was relatively small. If 
engagement with mental health services is difficult, it is likely that 
engagement of people who do not as yet participate in self-help groups 
will not increase. Given the benefits of group participation that have been 
described, it would be of interest to explore in-depth the reasons for non- 
participation in support systems, and then to determine how greater 
participation can be achieved. Such an undertaking will need closer 
collaboration with academic and professional workers than seems 
possible at present. Self-help support is not a high research priority in 
mental health. 

e Self-help organizations are undertaking research themselves. Such 
research informs the family organization about its own membership 
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and provides data to policy makers, planners and providers of mental 
health services about problems and gaps in service provision. More self- 
help organizations could undertake this kind of research to provide a 
database for highlighting areas of strength as well as weakness in mental 
health service delivery. 


The role of researchers is to develop valid information about self-help. What 
seems to be needed now is “a new vision of mutually beneficial relation- 
ships between researchers and self-help organizations”. This research 
would lead to “increased professional awareness of self-help groups, to a 
better balance in the country’s service agenda, and to a better use of cost- 
free services...and it could be used to achieve a better balance between 
self-help and professional services research” [29]. 


POLICY ISSUES: SHIFTS IN POWER AND CONTROL, AND 
RESOURCE ALLOCATION 


In advocating for the wider use of the self-help organization, Powell [29] 
comments: 


The number of people knowing about or using self-help is limited by the 
prevailing and not often commented on culture of professional 
privilege ...the consequence is a policy imbalance. In the mental health 
area, state mental health and human service agencies and their federal 
counterparts allocate the lion’s share of their resources to the study and 
improvement of professional services, apparently little cognizant of the 
diverse ways by which people get help. The literature mirrors the near 
monopoly privilege of professionals. Until professionals become more 
aware of how their privileged position results in ignorance about self- 
help programs, their clients and patients will be denied access to them. 
Unless professionals convey this information, clients are unlikely to be 
sufficiently informed to make a decision about their potential usefulness. 
Professionals, after all, are well positioned in their roles as acute care 
specialists or as crisis regulators to open the gates to participation in 
these services. 


Salzer et al. [31] continue this theme: “The extent to which professional 
services are valued relative to layperson-delivered services, even if 
acknowledged as providing differing benefits, will likely affect the degree 
to which layperson services like self-help groups are supported throughout 
the world ...To the extent that a professional-centric attitude interferes with 
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professional support of the self-help movement, valuable allies in the 
struggle to expand the reach of mental health services will be lost.” 

Health care policies are including greater participation from consumers 
and carers in the planning and implementation of mental health services. It 
will be the consumer and carer voice in decision making that will also help 
to reduce the power and resource imbalance between self-helpers and 
professional services. The worry that professionals have about the self-help 
movement taking away resources from professional services is more than 
compensated for by the extraordinary influx of resources that accompanies 
the development of the family organizations. Mental health policies world- 
wide need to incorporate increased support for the families of patients with 
mental illness, not only through implementing best practice for families in 
mental health services, but through the recognition that family groups and 
the family organizations provide services to families that cannot be 
provided by mental health professionals. 


CONCLUSIONS 


Although the growth of the family movement in mental health has been 
impressive, there are still many countries where informal support for family 
carers is not known. Even in countries where self-help support groups and 
organizations have commenced, most still face inadequate understanding 
of what they do and lack resources to further develop their important 
functions. Self-help through mutual support is a basic under-utilized 
resource. In times of increasing pressure on economic resources, it seems 
foolish not to invest in this low-cost benefit to families everywhere. 

What is equally impressive is the increasing desire of family groups and 
organizations in regional areas to meet with and learn from each other. 
Families of the mentally ill universally are willing to help other families; 
they are unconcerned about cultural, social, economic, ethnic, religious, 
linguistic or any other differentiating characteristic. International confer- 
ences held by WFSAD, EUFAMI, NAMI and Zenkaren are exhilarating 
experiences and testimony to the similarity of problematic situations in 
which families caring for someone with a mental illness find themselves the 
world over. 

The family self-help and support movement has shown that family carers 
who are part of this movement can go a long way to actively participate to 
fulfil their own needs. Through these interactions, they are able to learn the 
best management techniques for difficult behavioural problems in order to 
cope with the mental illness in a family member. The family organizations 
have shown how they utilize opportunities for developing leadership and 
pursuing political action. 
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But it is not enough. Family carers need a responsive mental health 
service that provides best practice not only for their mentally ill relatives, 
but for family carers as well, particularly the vast majority of family carers 
who do not participate in support groups or a family organization. 

Support of the family self-help movement will be a strong force for 
expansion of personal and social resources for families. It has the capacity to 
be an added resource for overworked clinicians. It presents innovative 
challenges for researchers to explore methodologies that uncover in-depth 
experiences that will better inform policy makers and planners of mental 
health services. 

In turn, families who feel valued by professional services and have learnt 
to appreciate the difficulties faced by the professional workforce have the 
incentive to improve mental health care through efficient use of the family 
organizations’ capacity for targeted political advocacy. Self-help combined 
with clinical help and support will result in empowerment of family carers. 

The family movement will grow, slowly and with difficulty, but it is here 
to stay. It will be less slow and less difficult, if more effective partnerships 
can be forged with professional workers, researchers, policy makers and 
planners of mental health services. 


REFERENCES 


1. Kurtz L.F. (1997) Self-Help and Support Groups—A Handbook for Practitioners. Sage, 
Thousand Oaks, CA. 

2. EUFAMI (2001) Breaking the silence. Carers’ views on the help given during the 
first episode of psychosis. A European perspective. www.eufami.org. 

3. Johnson D.L. (1994) Families around the world form organizations for the 
mentally ill. Innovations Research, 3, 25-30. 

4. Johnson D.L. (2002) A brief history of the international movement of family 
organizations for persons with mental illness. In: Lefley H.P., Johnson D.L. (eds) 
Family Interventions in Mental Illness: International Perspectives. Praeger, Westport, 
CT, pp. 209-220. 

5. Froggatt D. (2003) The role of the World Fellowship for Schizophrenia and 
Allied Disorders (WFSAD) in the development and support of family 
organizations. Personal communication. 

6. Leggatt M. (2002) Families and mental health workers: the need for partner- 
ships. World Psychiatry, 1, 52-54. 

7. Riessman F., Carroll D. (1995) Redefining Self-Help: Policy and Practice. Jossey-Bass, 
San Francisco, CA. 

8. Leggatt M. (2001) Carer and carer organizations. In: Thornicroft G., Szmukler G. 
(eds) Textbook of Community Psychiatry. Oxford University Press, Oxford, pp. 475- 
486. 

9. Hatzidimitriadou E. (2002) Political ideology, helping mechanisms and em- 
powerment of mental health self-help/mutual aid groups. J. Commun. Appl. 
Psychol., 12, 271-285. 


FAMILY ORGANIZATIONS IN MENTAL HEALTH CARE 215 


10. 


11. 


12. 


13. 


14. 


15. 


16. 


17. 


18. 


19. 


20. 


21. 


22. 


23. 


24. 


25. 


26. 


27% 


28. 


Citron M., Solomon P., Draine J. (1999) Self-help groups for families of persons 
with mental illness: perceived benefits of helpfulness. Commun. Ment. Health J., 
35, 15-30. 

Hodges J.Q., Markward M., Keele C., Evans C.J. (2003) Use of self-help services 
and consumer satisfaction with professional mental health services. Psychiatr. 
Serv., 54, 1161-1163. 

Lavoie F., Stewart M. (1995) Mutual aid groups and support groups: the 
Canadian context. Can. J. Commun. Ment. Health, 14, 5-12. 

Pickett-Schenk S.A. (2002) Church-based support groups for African American 
families coping with mental illness: outreach and outcomes. Psychiatr. Rehabil. 
J., 26, 173-180. 

Perron B. (2002) Online support for caregivers of people with a mental illness. 
Psychiatr. Rehabil. J., 26, 70-77. 

Schubert M.A., Borkman T. (1994) Identifying the experiential knowledge 
developed within a self-help group. In: Powell T.J. (ed.) Understanding the 
Self-Help Organization: Frameworks and Findings. Sage, Thousand Oaks, CA, 
pp. 227-246. 

Constantino V., Nelson G. (1995) Changing relationships between self-help 
groups and mental health professionals: shifting ideology and power. Can. J. 
Commun. Ment. Health, 14, 55-70. 

Alexander K. (1991) Understanding and Coping with Schizophrenia: 14 Principles 
for the Relatives. Schwartz and Wilkinson, Melbourne. 

Burland J. (1998) Family-to-family: a trauma and recovery model of family 
education. New Directions Ment. Health Serv., 77, 33-41. 

Pickett S.A., Cook J.A., Laris A. (2000) Brief report. Journey of hope program 
outcomes. Commun. Ment. Health J., 36, 413-424. 

Dixon L., Stewart B., Burland J., Delahunty M., Luckstead A., Hoffman M. 
(2001) Pilot study of the effectiveness of the family-to-family education 
program. Psychiatr. Serv., 52, 965-967. 

Chou K-R., Liu S.-Y., Chu H. (2002) The effects of support groups on 
caregivers of patients with schizophrenia. Int. J. Nurs. Studies, 39, 713-722. 
Pickett S.A, Heller T., Cook J. (1998) Professional-led versus family-led support 
groups: exploring the differences. J. Behav. Health Sci. Res., 25, 437-445. 
O’Brien P.J. (2002) Reflections of a facilitator for a parent support group in an 
adolescent in-patient psychiatric program. Fam. Ther., 29, 141-151. 

Heller T., Roccoforte J.A., Cook J.A. (1997) Predictors of support group 
participation among families of persons with mental illness. Fam. Rel., 46, 
437-442. 

Leighninger R.D., Speier A.H., Mayeux D. (1996) How representative is NAMI? 
Demographic comparisons of a national NAMI sample with members and 
non-members of Louisiana mental health support groups. Psychiatr. Rehab. J., 
19, 71-73. 

Chinman M., Kloos B., O’Connell M., Davidson L. (2002) Service providers’ 
views of psychiatric mutual support groups. J. Commun. Psychol., 30, 349-366. 
World Fellowship for Schizophrenia and Allied Disorders (2001) Families as 
partners in care. An initiative of the WFSAD. A work in progress. www.world- 
schizophrenia.org. 

Salzer M., McFadden L., Rappaport J. (1994) Professional views of self-help 
groups. Admin. Policy Ment. Health, 22, 85-95. 


216 FAMILIES AND MENTAL DISORDERS 


29. Powell T.J. (1994) Self-help research and policy issues. In: Powell T.J. (ed.) 
Understanding the Self-Help Organization: Frameworks and Findings. Sage, 
Thousand Oaks, CA, pp. 1-19. 

30. Winefield H.R., Harvey E.J. (1995) Tertiary prevention in mental health care: 
effects of group meetings for family caregivers. Aust. N. Zeal. J. Psychiatry, 29, 
139-145. 

31. Salzer M.S., Rappaport J., Segre L. (2001) Mental health professionals’ support 
of self-help groups. J. Commun. Appl. Soc. Psychol., 11, 1-10. 


CHAPTER 


10 


Research on Burden and Coping 
Strategies in Families of People with 
Mental Disorders: Problems and 
Perspectives 


Elizabeth Kuipers* and Paul E. Bebbington: 


“Institute of Psychiatry, King’s College London, London, UK 
Royal Free and University College London Medical School, London, UK 


INTRODUCTION: CARING FOR CARERS 


It has been well documented that caring for someone with a severe mental 
health problem can be bad for the carer’s own physical and psychological 
health [e.g., 1-7]. Caring is an inherently unequal relationship: the person 
doing the “caring” has more responsibility and has more to do than the 
person being cared for, who is to some extent dependent. While such 
relationships can be sources of great joy and satisfaction (rarely documented), 
they are more likely to lead to what is called the “burden” or impact of care 
in carers, and to feelings of frustration and guilt in the person requiring 
it. If caring is prolonged (and in many mental health conditions, it can 
last until one of the pair dies), problems can be exacerbated; things may not 
get better with time. A further difficulty is that carers find they have no 
choice [8,9]. Unlike some other relationships, carers find themselves in this 
role because of something happening to someone else; a partner, parent, 
sibling or child is diagnosed with a serious mental health problem. 

The issues raised by this situation are common to all mental health condi- 
tions; they include the initial confusion and shock, a lack of information, 
the stigma of psychiatric diagnoses, difficult and embarrassing behaviour 
problems, poor continuing care for the service user, and usually little or no 
support for those doing the caring. Care can endure for many years, while 
carers age and become infirm, and other family roles are neglected. Carers 
are usually women, and many of them have more than one caring role. In 
one of our studies, 20% of people looking after someone with a first episode 
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of psychosis had previous experience of caring for someone else with a 
mental health problem [10]. 

Even for first-time carers, there are other stresses in life; they may have 
their own jobs, they may have other children or elderly relatives who also 
need looking after, they may have unrelated financial or accommodation 
problems; caring for someone with a mental health problem may be the 
least of their difficulties. Kwan [11], for instance, reported that negative 
caregiving experiences affected quality of life less than other everyday 
stresses. 

Research on carers has now spanned more than 50 years, since the middle 
of the last century when deinstitutionalization first spotlighted the sorts of 
difficulties that wives had when their husbands were first allowed home 
from the psychiatric hospital [12]. As is apparent from this volume, the 
topic has expanded greatly in the interval. A literature search of “carers” 
and “burden” from 2000 to the end of 2003 elicited nearly 500 entries, which 
have been scanned for this chapter. 

Informal care has been recognized as an important function by the UK 
government for 20 years, culminating in a national strategy for carers [13]. 
Indeed, nationally representative data about the extent and nature of 
caring has been collected every 5 years since 1985 in the British General 
Household Survey [14]. However, there had been less focus on the care 
of carers themselves, and thus the General Household Survey in 2000 
was augmented to provide data on the mental health of carers aged 16 
years or older in England, and the extent to which caring impacted 
upon their health [15]. While this covered caring of all types, the results 
cast a particular light on caring for people with mental health problems. 

Adults were followed up if they reported in the 2000 General Household 
Survey that they provided care in an unpaid capacity for a person living in 
their own or in another private household. Around 2000 carers were 
identified and interviewed. About one quarter of all the households in the 
carers’ sample contained two or more carers. For the majority of carers, the 
main or only caring relationship was with an elderly adult: over half of those 
cared for were over 75 years old. Only 4% of dependants were children aged 
under 16 years. Most carers were looking after women (68%). They were 
usually caring for their own relatives: parents, 38%; spouse or partner, 16%; 
or another relative, 15%. Two thirds (67%) of people being cared for had only 
physical problems or difficulties, whereas 19% had both physical and mental 
problems, and 7% were described as being only mentally affected. More than 
half of carers had been carrying out their role for over 5 years. 

Carers were assessed by the well-known Clinical Interview Schedule- 
Revised (CIS-R) [16]. A total score of 12 or more is conventionally taken as 
indicating the presence of one of the “common mental disorders”. It is 
interesting that, as a whole, the sample of carers did not appear to have 
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elevated levels of psychiatric disturbance, compared with the results from 
the British National Survey of Psychiatric Morbidity [17]. However, certain 
sub-groups did. 

There were more mental problems among carers when the person being 
cared for was younger (under 65 years), particularly the 45 to 64 age group. 
Carers of spouses or partners were over two and a half times more likely 
than people looking after parents to have above threshold CIS-R scores, 
once the other factors had been taken into account. Carers of children were 
nearly twice as likely to have elevated scores. 

However, the interesting finding from our standpoint is that the odds of 
high symptom scores for carers looking after people who were both physi- 
cally and mentally affected were double those of carers of people with only 
physical problems or difficulties. Individuals who took on the main res- 
ponsibility for someone by themselves were more likely than those who 
shared or did not have this responsibility to report mental health problems. 
Carers who lived with the person they looked after all the time were also more 
likely to have high CIS-R scores. Not surprisingly, the more individuals carers 
looked after, the more likely they were to report neurotic symptoms. 

After logistic regression, a number of features relating to the context of 
caring relationships seemed to be independently associated with poor mental 
health in carers. One of these was whether the carer had been allowed to 
take a break of more than a few hours. Those unable to take a break were 
more than three times as likely to have high CIS-R scores. Being a carer with 
a small primary support group (of eight or fewer adults) doubled the odds 
of a high CIS-R score. Good relationships with family or friends were 
important for mental health carers. Finally, CIS-R scores were more than 
twice as likely to be high in carers who felt that the act of caring had had an 
adverse effect on their relationship with friends, their social life or their 
leisure activities. These British data are based on caring of all types. 
However, the findings have clear and general implications for people caring 
for friends or relatives with mental illness. 

In summary, it seems crucial for carers to feel that they can take a break or 
have some respite, that they are not alone, and that their social support is 
effective. Likewise, it is important that they do not perceive caring as 
having had a negative impact on other parts of their life. In other words, it 
seems important that carers should not be left on their own to do a difficult 
job and that both practical and emotional forms of support are easily 
available to them. 


METHODOLOGICAL PROBLEMS AND LIMITATIONS 


Despite the proliferation of research in this area, there are still significant 
methodological problems. Some will be discussed now, with particular 
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reference to research in psychosis, which is the area we are familiar 
with. 


Definitions 


Since research on caring first started, there has been a lack of consistency in 
the definitions used, and a wide variety of measures for quantifying the 
range of difficulties perceived to be associated with the caring role. Platt 
[18] initially defined burden as “the presence of problems, difficulties or 
adverse events which affect the life (lives) of the psychiatric patients’ 
significant others (e.g. members of the household and/or the family)”. The 
concept of burden was also reviewed by Schene et al. [19]. As discussed by 
Kuipers [9], there are many definitions, but in Platt’s view they share a 
common underlying frame of reference: “the effect of the patient upon the 
family” [20]; the impact of living with a (psychiatric) patient on the way of 
life or health of family members [21] and “the difficulties felt by the family 
of a psychiatric patient” [22]. As can be seen, all these definitions take a 
particular view of the issues; the main emphasis is the effect of the patient 
on the family system. The problems at this stage are seen to operate in one 
direction, from the patient to the rest of the family, and the assumption is 
that the effects will mainly be negative. 


Dimensions of Burden 


Hoenig and Hamilton [23] made the first attempt to distinguish between two 
different sorts of burden on relatives, so-called “objective” and “subjective” 
burden. Objective burden is defined as the kind of disruption to life and 
routines that can be externally verified, say, by a research interviewer, or by 
measuring patient disability independently; such items include financial 
problems, or the amount of care needed by a patient. Subjective burden is 
more about how these difficulties make the relative feel; as such, it is closely 
related to such concepts as stress or distress. In most studies the latter are 
now measured independently, for instance, by establishing General Health 
Questionnaire (GHQ) levels in carers, or directly assessing levels of 
depression. Platt et al. [24] also attempted to assess what has been called 
the “patient relatedness” [see, for instance, 1] of an event: how much a given 
event is independent of patient difficulties (e.g. unemployment in the carer 
or accommodation difficulties may not be related to their caring role). 


Factors that Influence Burden: General Issues 


An article by Lowyck et al. [25] reviews the factors associated with burden 
in schizophrenia. However, their criticisms also reflect concerns on burden 
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research in other conditions. They point out that there is a lack of consensus 
on the factors that determine the extent or pattern of burden. They argue 
that this is due to the range of definitions of burden employed, to the 
concentration of studies on only one or two variables, and to the lack of a 
consistent approach to which ones should be prioritized. They also point 
out that studies vary in the time periods examined. In fact, most studies are 
cross-sectional, looking at associations at one point in time. Those that are 
prospective or longitudinal, do so pragmatically. Lowyck et al. recommend 
that the standardization of measures would be helpful, as would some 
agreement about definitions, and consistency of time periods across studies. 
Such recommendations are often made, but can hardly be enforced, parti- 
cularly when studies are set up by a variety of groups and funding bodies, 
in local circumstances that cannot always be replicated. 


The Role of Appraisal 


Distinguishing between dimensions of burden relies on individuals being 
able to separate them. More recent research has made it clear that subjective 
and objective burden are often not independent [e.g., 26]. How a carer feels 
about problems, and how cause is attributed, may not be separable from 
their rating of the impact of the difficulties. It is now accepted that whether 
an event is problematic depends on an appraisal of resources and coping 
skills [e.g., 27]. This has complicated the picture. It has become clear that 
carers’ ratings of difficulties cannot be taken as reliable indicators of the 
situation; one person’s insuperable difficulties may be appraised by another 
as positive. This accounts for at least some of the inconsistencies in studies 
that only look at difficult symptoms. 


Difficult Symptoms 


It is the case that all disorders have symptoms or behaviour problems that 
are regarded as difficult to cope with by carers. In psychosis, poor social 
functioning causes problems in a variety of cultures [e.g., 28-30], as does 
disorganization [e.g., 31,32]. Poor insight is also associated with increased 
burden [e.g., 33,34]. In mania, violence has been identified as burdensome 
when it is present [35], as it is in psychosis [36]. However, other demo- 
graphic or organizational factors can also be identified as increasing the 
level of problems, such as looking after a male [37], or a reduction of 
hospital admission times [38]. These problems can be apparent in a first 
episode [39,40] or the first year of caring, and may even be worse then than 
later on [41]. In dementia, similar issues arise: a variety of symptoms and 
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problems predict carer burden, from depression, delusions and hallucina- 
tions to wandering and aggression [e.g., 42,43]. 

Although all disorders sometimes lead to difficult symptoms and 
behaviour problems, they are often not directly related to carer burden 
scores, or they are related in inconsistent ways. When the severity of the 
patients’ symptoms is found to be correlated with greater family burden 
[e.g., 44], a typical finding is that burden is also correlated with some other 
linked variable. Thus, Rosenheck et al. [44] found that burden was also 
associated with higher contact time with carers and increased time in the 
community. Thus, even though reducing symptoms seemed on the face of it 
to be helpful, it meant that service users spent more time in the community 
and with their carers, with the result that burden increased paradoxically. 
The benefits for carers of improving symptomatology had been cancelled out. 


The Role of Coping 


Once appraisal and coping started to be used as a model [e.g., 27], a number 
of studies attempted to relate these factors to burden. The results seem to 
suggest that measuring burden and symptom severity on their own is not 
helpful. What has been more useful is an examination of the intervening 
factors: how are the problems appraised?, how does this relate to coping 
resource?, how does this in turn relate to carer distress? 

In general, results suggest that it is improvements in coping that reduce 
distress. Schene et al. [45], in a study of 480 Dutch carers, found that 
problems and distress could be lowered by a combination of reducing 
patient symptomatology, increasing carers’ coping capacities, and decreas- 
ing the number of contact hours with the patient. Joyce et al. [46] developed 
a model of caregiving in which coping and distress were central. Marriott et 
al. [47] found that improving coping was helpful in an intervention with 
carers of people with dementia. 

The style of coping also appears to be important. Magliano et al. [48] 
found a reduction of burden over time in relatives who adopted less 
emotion-focused coping; problem solving is often more productive. 
Chakrabati and Gill [49] found that problem-focused coping was more 
common in the caregivers of bipolar patients, and emotion-focused coping 
(associated with perceptions that nothing can be changed) in carers of 
people with schizophrenia. The authors suggest that these differences may 
account for the differences in burden felt by the two groups. Another form 
of coping that has been found helpful, but can be overlooked, is strength of 
religious belief: it was found to be a significant predictor of well-being in 
carers in one study [50], as was prayer in another [31]. 
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Social Networks 


However, it is often not possible to change coping style without access to 
resources. Contextual factors may need to be considered before change can 
take place. For instance, the social network available to carers and their 
families appears extremely important. 

In a study of 709 patients and their carers in Italy, Magliano et al. [51] 
describe professional and social network support as crucial if burden is to 
be reduced. They had previously found [48] that burden was reduced not 
only by improving coping but by practical help to bolster social networks 
and by an improvement in patient social functioning. Studies in other 
settings have found similar results [e.g., 52-54]. Joyce et al. [46] found that 
support from confidants improved effective coping. Presumably, when 
carers are less isolated, and they can call on the resources of a social 
network, whether informal or professional, their coping resources are likely 
to increase, and the resulting distress to decrease. 


Effects on Different Carers 


Until recently, another criticism of carer research was that it concentrated 
on one main carer, ignoring the effects on the family network as a whole, 
and on other carers such as siblings, children or grandparents. This is being 
rectified, though the literature is still small. Ostman and Hansson [55], in a 
longitudinal study of mental health services in Sweden, showed that where 
patients had children, only half of them had needs that were met. Healthy 
spouses often had to give up their jobs and had a higher need of services 
compared to spouses without children. There is still no literature on the 
experience of children caring for those with severe mental health problems. 
While likely to be a small group, the Swedish study suggests that their 
needs are unduly neglected. 

There is now some evidence about the impact on siblings. They are likely 
to feel guilt, burden and the effects of stigma, though not as much as the 
primary carer [e.g., 56]. Some carers experience the role differently, and 
different kinds of carer predominate in different conditions. Typically, 
spouses or partners are more involved in conditions such as depression and 
bipolar disorder. In dementia, some carers will be partners, and some will 
be grown-up children, usually daughters. In contrast, parents, usually 
mothers, are more likely to be carers for people with schizophrenia and 
schizoaffective disorder. In anorexia, both parents are likely to be involved. 
While the patterns of concern vary slightly with the role, in that partners 
lose their own confidant(e), and parents can mourn the loss of a more 
competent adult, many of the themes of upset transcend conditions. Anger, 
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loss, grief and guilt are common. Stigma has more recently been identified 
as being burdensome in its own right [e.g., 57]. Sadly, these perceptions do 
not appear to have improved much over the past few decades. 


Burden across the Life Cycle: Carers Are Not Homogeneous 


Lefley [58] has consistently discussed the fact that carers are not a homo- 
geneous group, and that their needs will change over time and over the life 
cycle. Carers are defined by the role, and do not form a cohesive group. 
They will start the caring role at different times in their life cycle, and for 
some it will be a major role, while for others it will be peripheral or rejected 
altogether. For many, it will be one of multiple care roles, i.e. caring for a 
child and an elderly parent. In some conditions, such as eating disorders, 
the role may look like a particularly intense form of parenting, with moni- 
toring of weight and eating times. In other conditions, such as depression, 
the carer may take over roles such as that of the main earner. In dementia, 
taking over basic functions such as feeding and cleaning will be required. 
The carer who has just taken on the role will have different views and needs 
from someone who has been doing it for 20 years. An elderly carer looking 
after someone with Alzheimer’s disease may feel he has little in common 
with the parent of a person with newly diagnosed bipolar disorder and 
comorbid alcohol misuse. 

Research into burden often fails to take these facts into account; that 
samples may not have much in common demographically, and may be 
opportunistic (e.g. using carers support groups for their sampling) rather 
than epidemiological. Assumptions made about the needs of one set of 
carers may not generalize to other groups of carers within conditions, let 
alone to those coping with other disorders. 


PERSPECTIVES 


Despite these problems and limitations, there has been some progress. The 
initial tendency for researchers to focus on blame, implicit in some of the 
earlier studies, seems to have been replaced more recently with a more 
balanced view. 


Terminology 


The use of the word “burden” has itself exaggerated the tendency to 
understand the issues from only one perspective: that the carer is burdened 
by the role. This belies the reality that many individuals take on such roles 
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willingly, and that there are positives in a caring relationship. Early 
measures did not consider this possibility. However, measures that can 
identify positive attributes have of course found them. The Experience of 
Caregiving Inventory (ECI, 59) was a pioneering attempt in psychosis 
research to look for good experiences of caregiving, not just negative ones. 
Szmukler prefers the term “impact of care” to the word “burden”, because 
of the connotations of the latter, and he and colleagues have helped move 
perceptions of caring away from the purely negative. Other examples of this 
kind of research support the finding that carers find the role positive. 
Schwartz and Gidron [60] reported that all of their sample of 93 carers felt 
they received help and support from their mentally ill adult child, as well as 
feeling that they had gained important satisfaction from fulfilling their 
parenting duties and had learnt about themselves. Veltman et al. [61] 
reported carers feeling beneficial effects such as gratification, love, pride 
and life lessons learned. 


Models 


Another advance in the last decade has been to think about burden in 
relation to other measures, and so to increase our understanding of what is 
entailed. 


Burden and its Relationship to Expressed Emotion 


Although both developed at around the same time in the 1950s, burden and 
expressed emotion (EE) research initially took different pathways. Burden 
focused on carers’ difficulties with their role. EE, which is a measure of the 
quality of a relationship, focused on the interaction between carers and the 
persons being cared for. EE is a way of using prosodic variables (the tone, 
pitch and speed of voice) to rate variables such as warmth, criticism and 
emotional overinvolvement, when relatives are interviewed and describe 
their relationship with an identified patient. This measure was developed 
and validated by Brown and Rutter [62], initially to investigate the effects of 
family atmosphere on people with schizophrenia returning home after a 
stay in hospital. It has been consistently found that high levels of criticism 
and overinvolvement (“high EE”) are reliable indicators of a stressful 
relationship, and predict a poor outcome in a range of conditions, initially 
in schizophrenia [reviewed in 63,64], but more recently in a range of phy- 
sical health problems, such as obesity, epilepsy and rheumatoid arthritis 
[reviewed in 65]. 

When burden and EE were examined together [e.g., 66,67], it became 
apparent that they were tapping into similar concerns. Those with high 
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ratings on EE were also likely to show high levels of burden. Both seem to 
be a rating of the appraisal of difficulties, and are associated with increased 
distress. EE and subjective burden look particularly similar: both seem to be 
a proxy for upset. They are also related to poor coping strategies such as 
avoidance, even in first episodes. In the study by Raune et al. [40], 46 carers 
of those with first-episode psychosis were interviewed and rated on 
burden, EE and coping. High EE was related to higher subjective burden, 
higher avoidant coping and lower perceived patient functioning. As the 
authors discuss, why high EE carers appraise their situation as more 
stressful even at the start of the caring role is an important question. Their 
greater use of avoidant coping implies theoretically that it might indeed 
derive from poorer coping skills [e.g., 68,69]. Alternatively, there are 
suggestions in the literature about other factors that may contribute. These 
include carer perceptions that difficult behaviour is done on purpose by the 
patient [e.g., 70], a more negative carer self-concept [71] and less carer 
empathy [72]. Particular situations may have care impact. Stressful apprai- 
sal might be more likely in smaller families [73] and where there are gender- 
role-based ideas about caring [e.g., 74]. Some patient behaviours (e.g. 
negative symptoms) lend themselves more easily to carer misinterpretation, 
or misattribution. 


The Role of Attribution 


Another strand of research, with particular contributions from Barrow- 
clough and her colleagues, has been concerned with how attribution relates 
to EE, distress and, by implication, what is usually measured by burden. 
Barrowclough and Hooley [75] reviewed the evidence on attributions and 
EE, and came to the conclusion that high criticism relatives (one form of 
high EE) are particularly likely to have blaming attributions about patients, 
and to hold them responsible for their difficulties. These attributions are 
seen as increasing the likelihood of relapse in patients, mediated through 
controlling behaviour in relatives that may serve to distress patients and 
reduce their self-esteem. “An argument can be made for the development 
and evaluation of interventions designed to help relatives adopt less 
blaming and more flexible beliefs about the nature of patients’ problems” 
[75]. If burden, EE, attribution and distress in carers are all linked via 
coping, this gives pointers to how such distress might be alleviated. 


Illness Perception 


A further important association is with another form of attribution, the 
illness perceptions of carers. These have clear relevance to the other factors 
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being measured in burden research. Illness perceptions have been looked at 
in physical illness for some time [reviewed in 76] using the self-regulatory 
model of Levanthal et al. [77]. A specific measure, the Illness Perception 
Questionnaire (IPQ, 78), arose directly out of an interest in carer attributions 
following the occurrence of serious health problems, such as myocardial 
infarction. Interestingly enough, with carers of people with such problems, 
it has been found that their perception of the illness affects the well-being 
both of the patient and of themselves. The parallels are obvious. This work 
is now being extended to carers’ perceptions of severe mental illness. 
Barrowclough et al. [79] found that carer functioning, the carer—patient 
relationship and patient illness characteristics were associated with 
different dimensions of illness perception. Carer distress and burden, EE 
and patient functioning were all measured. They found that “problems 
with carer well-being were mainly related to perceptions of the magnitude 
of illness consequences for themselves” [79]. More critical relatives per- 
ceived themselves to have less control over the illness and a more chronic 
time line, and perceived a greater number of symptoms. 

One of the interesting features of considering burden as a facet of illness 
perceptions in other illnesses that require a change of lifestyle, is that it 
normalizes carer reactions. It enables us to identify the changes required 
separately from the stigma surrounding mental health issues. If carers’ 
reactions to a heart attack can affect how both carers and patients feel and cope 
with the difficulties, carers’ reactions to a diagnosis of a severe mental health 
problem may appear ina new light—notas pathological, or as a need to blame 
the identified patient, but as something that both parties have to deal with, 
and where recovery can be facilitated if both sides can react in optimal ways. 

We are now at a stage where burden can be seen in the context of an 
event that needs to be dealt with (objective burden). The situation has to be 
appraised by the carer (attribution, illness perceptions, EE), then coping 
resources must be mobilized (social network, confidants, practical and 
emotional problem solving, information and support from services). The 
resulting distress and perceived burden can then be minimized (difficult 
symptoms reduced, optimal recovery encouraged, carer distress and 
depression identified and treated as necessary). 


INTERVENTIONS 


While there is a literature on interventions for carers, it is noticeable that 
burden is rarely documented as improved. This is probably because, until 
recently, most interventions were aimed at improving patient outcomes, 
and carer outcomes have tended to be assessed as a secondary outcome, 
certainly not as a primary outcome in their own right. While distress can be 
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reduced, particularly if coping is improved, burden usually remains un- 
changed [e.g. 80]. Other studies have shown no changes at all [e.g. 81]. One 
of the few investigations to aim specifically at reducing carer distress was a 
small study (n = 29) of carers of people with Alzheimer’s disease randomly 
allocated to an interview control group or individual family intervention 
[47]. Interventions consisted of carer education, stress management and 
training in coping skills. Significant reductions in distress and depression 
were reported in the carer intervention group, accompanied by reductions 
in patient behavioural disturbance. Specific intervention focused on the 
needs of this particular carer group. Helping them to understand, re- 
appraise and cope differently with the caring role appeared to be effective. 
The authors describe the intervention as a direct attempt to help carers cope 
better with their own emotional state and to have a clear perspective on 
how best to deal with difficult and challenging behaviour. According to the 
authors [47], this reduced carer subjective burden and improved feelings of 
being able to cope. 

This is an interesting result. Most studies have not sought to improve 
carer distress directly and, when they have, it has usually been as part of a 
package of care aimed at improving patient outcomes. It may thus be the 
case that the burden of care does not itself lessen while caring continues, but 
that, as in other stressful situations, if appraisal and coping can be im- 
proved and resources put in place to reduce isolation and provide social 
support, the distress of the caring role can be reduced. If caring is seen as 
potentially depressogenic, at least for some people, then interventions that 
treat this depression and deal with the difficulties, while not denying their 
reality, may be helpful. If in the process carers can feel better and cope more 
effectively, their very consistency is likely to reduce behavioural difficulties, 
which are often the most stressful part of symptom presentation. This in 
turn will improve carer appraisal and outcome as part of a virtuous circle. 

There is an argument that we should stop the kind of burden research 
that just focuses on difficulties, which are after all well attested, and overly 
negative. Perhaps instead we should look more specifically at the kinds of 
difficulties individual carers have at their particular stage of caring and at 
their time of life. If we can assess this more accurately, individualized care 
to meet their current needs might in fact be helpful. 

It seems likely that while caring continues, carers may not “get better”. 
This phrasing is in any case overly pathologizing and probably unrealistic. 
The stress associated with long-term care needs to be recognized. Inter- 
ventions that carers ask for include information in order to understand and 
appraise problems accurately, support that allows for some time off such as 
respite care, social support to reduce isolation, assistance with problem 
solving to deal with the current difficulties, and care that continues to be 
available across the life span and as needs change. 
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CONCLUSIONS 


More precise models integrating burden research into a more general 
understanding of how problems are dealt with seem to have been helpful 
and, if developed further, would allow for more specific testing of hypo- 
theses about the relationships between appraisal, attribution, illness 
perceptions, coping and distress. It would be beneficial if the focus were 
to move away from cross-sectional studies, of which there are many, to 
longitudinal studies, in order to study how variables change over time. 
Once this is more clearly established, we can look at intervention studies 
that focus on carer needs and on improving distress for those with high 
levels. Research on the positives of the caring role would also be helpful, 
particularly across different conditions. 

Finally, research that involves the patients’ perspective is almost totally 
absent. To our knowledge, only one study has compared carer and patient 
perspectives [79] and this was a focus on illness perceptions. Beyond the 
anecdotal we know very little about what it is like to be cared for, and how 
this might be improved for both carer and recipient. We do know that 
people who are diagnosed with mental illness feel stigmatized, feel guilty 
about being looked after, and sometimes feel infantilized by the amount of 
care they receive. Further, if carers foresee more negative consequences for 
a patient, the patient is more likely to rate the relationship as less positive 
[79]. Additionally, many users worry about how they will manage when 
their carer is too old or infirm to maintain the caring role. 

Research taking a more balanced view of everyone’s perspective would 
be a step forward. Future research should aim to move away from blame 
and try to be specific about the sort of caring that improves recovery, while 
enhancing well-being for all involved. 
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INTRODUCTION 


The role of patients’ families in the clinical management of mental disorders 
has always courted controversy. Even today, in most mental health services, 
family members are regarded as potential sources of abuse that may have 
contributed to the onset, or at least to the severity, of mental disorders. 
Fortunately, the impact of high-quality social psychiatric research has 
helped clarify these issues and has highlighted the potential benefits of 
family care, as well as areas where interventions may assist family members 
to become more effective and efficient in their roles [1]. Almost all national 
and international treatment guidelines that have been published in the past 
decade have made specific reference to the need for services to include 
family members (and/or close friends) as key team members in the con- 
tinued care of patients with serious mental disorders. In this chapter we will 
endeavour to summarize the evidence upon which such recommendations 
have been made, examine its validity, and point out areas where further 
high-quality research may be needed. 


THE GOALS OF FAMILY INTERVENTIONS 


Before we can consider the evidence of the benefits of any intervention, it is 
essential to define the goals that we hope to achieve through its use. In 
common with most psychosocial interventions, family strategies have had a 
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wide variety of goals, some very modest, others highly ambitious. The most 
common goals include: 


provision of housing, protection and financial assistance; 

supervision of nutrition and self-care; 

advocacy and empowerment of patients and family; 

interpersonal support for patients; 

interpersonal support for carers; 

companionship for patients and supervision of daily occupational and 
leisure activity; 

reduction in time patients spend in face-to-face contact with carers; 
supervision and assistance with medication; 

monitoring early warning signs; 

management of stress for all family/household members; 
enhancement of relationships between patients and family; 
enhancement of relationships between all family members; 

improved understanding about mental disorders and their treatment; 
monitoring symptoms and early warning signs of major episodes; 
assistance in crisis management; 

assistance in social and work skills training; 

assistance in psychological strategies; 

helping patients and carers clarify and achieve their personal goals. 


OUTCOME ASSESSMENT 


With such a variety of potential goals, it is clear that the interventions are 
likely to be heterogeneous, and require a range of measures to establish 
their efficacy. Many studies have addressed several of these goals, but have 
only measured outcomes of one issue, such as the utilization of hospital 
care. For this reason, interventions that may have been highly effective at 
achieving their goals have been considered ineffective at achieving goals 
that were not among their key targets. This heterogeneity largely invali- 
dates the use of meta-analytic approaches to examine the overall results of 
the extensive body of outcome research that has been conducted over the 
past three decades. 

The early research on outcome focused on enhancing the supportive role 
of family members towards the patient and one another. It was based upon 
the social research studies suggesting that stressful social environments and 
difficulties coping with stressful life changes were among the strongest 
predictors of recurring and persisting courses of major mental disorders, 
particularly the functional psychoses [2,3]. A wide variety of intervention 
strategies were employed that aimed not merely to reduce major psychotic 
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episodes, but also to provide a comprehensive programme of psychosocial 
rehabilitation, while moderating stress associated with caregiving roles of 
family members [4]. Secondary findings were apparent improvements in 
adherence to medication and to ancillary work and social rehabilitation 
programmes, and suggestions of overall reduced costs to the community [5]. 

Recent studies have tended to focus on specific components in briefer, 
less comprehensive programmes, often attempting to relieve the stress 
on key carers, or merely attempting to improve adherence to medication 
through highly structured group education [6]. Such adjunct education 
should not be considered in the same light as the more comprehensive 
approaches, no more than adding a medication to counter a side effect 
should be considered comparable with the core pharmacotherapy of any 
major disorder. Unfortunately, several reviews have not made clear distinc- 
tions between the different types of family intervention programmes, thereby 
leading to somewhat confusing conclusions [7]. 

In the next section we will summarize the outcome research in specific 
mental disorders, and on specific outcome measures. We will attempt to 
answer the following questions: Do family-based interventions work? If so, 
for what disorders, or targeted problems and goals are they most useful? 
What formats produce the best results? 


FAMILY INTERVENTIONS FOR SCHIZOPHRENIA 


Family Education Strategies 


More than 40 studies have evaluated a variety of mental health education 
programmes aimed at enhancing the knowledge and understanding of 
family caregivers of patients with major mental disorders, mainly, but not 
exclusively, schizophrenia. These studies have seldom lasted more than 3 
months and consisted of 10-12 sessions, usually interactively didactic in 
nature [8]. The reported results have invariably been positive, with 
outcomes including enhanced knowledge about mental illness and its 
treatment, improved adherence to medication, more positive attitudes 
towards caregiving roles and improved coping abilities. Direct patient 
benefits in terms of reduced clinical and social morbidity have been less 
evident, but these have not usually been the primary targets of the 
education. High quality randomized controlled studies with standardized 
measures and follow-up assessments are few [9-13]. 


Comprehensive Family-Based Interventions 


While optimal drug therapy remains the cornerstone of the long-term 
clinical management of psychotic disorders, additional benefits have been 
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reported when optimal pharmacotherapy has been integrated with family- 
based treatments [14-16]. The family strategies attempt to reduce the impact 
of environmental stresses on the biologically vulnerable individual while 
promoting social functioning in the community. Two major types of 
strategies have been developed along these lines. The first, carer-based 
stress management, derived from cognitive-behavioural therapy, seeks to 
enhance the problem-solving efficiency of the patient and his or her social 
support system and to actively promote the achievement of personal goals 
[17]. The second, sometimes termed psychoeducation, aims to teach care- 
givers stress reduction skills, and to increase tolerant attitudes and non- 
confronting coping skills towards behavioural problems associated with 
both residual positive and negative symptoms [1,18]. It may be noted that 
these aims are contrasting, with the stress management approach encour- 
aging patients to tackle and overcome the stresses they find when trying to 
achieve their chosen life goals, whereas the second approach advocates a 
more gradual re-entry process, where goals are often restructured by the 
therapists to less ambitious objectives that are less likely to cause stress. 
Recurrences and exacerbations of symptoms are expected in the first 
approach, and are considered opportunities to strengthen coping abilities 
and to understand better the vulnerability/stress concepts. Such an 
approach has much in common with the desensitization in vivo methods 
used in cognitive-behavioural management of anxiety, or teaching patients 
to live a full life with diabetes. This training in managing a biomedical 
vulnerability involves teaching patients and their caregivers to monitor 
early warning signs of major episodes and provide assertive crisis care at 
the earliest sign of an impending exacerbation. 

To date, 44 published and unpublished controlled studies have assessed 
the outcome of comprehensive family-based interventions applied over 
periods of 3 months to 4 years. Three quarters of the studies were of a high 
quality from a methodological standpoint. The results of these strategies 
have shown that major psychotic episodes and consequent crisis manage- 
ment in hospital can be reduced by around 50% when they are combined 
with optimal drug treatment. However, only the stress management 
approach has shown consistent benefits in terms of improved social 
functioning, reduced family burden and continued benefits once the 
intensive phase of education and training has been completed. All these 
studies will not be reviewed here but the key research findings and issues 
will be discussed [see 16 for further details]. 

It should be noted that a much lower proportion of the psychoeducation 
studies used adequate research methodology. The results of these two 
contrasting approaches have often been pooled in meta-analyses, compro- 
mising the basic need for homogeneity for this method of summarizing data 
across studies, and often leading to confusing results [6,7]. However, the 
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benefit of comprehensive approaches is clearly observed, and does not 
require sophisticated statistical methods. The clearest benefits indicate a 
consistent added reduction in the frequency of major psychotic episodes or 
hospital admissions of around 50%, when compared with optimal drug 
treatment and supportive case management. Undoubtedly some, but not 
all, of this benefit can be attributed to the improved efficiency of medication 
management associated with the health education component that is a key 
aspect of the comprehensive methods. At present too few studies have 
attempted to unbundle the comprehensive programmes in order to explore 
the benefits of the individual components [19,20]. However, it is clear that 
not all patients and their families need long-term complex family pro- 
grammes to achieve stable recovery from clinical and social morbidity, just 
as not all need continued antipsychotic medication. However, further 
research is needed to help us select accurately those who will benefit from 
less-intensive interventions of all kinds. 


Remission of Residual Symptoms 


A further aim of stress management approaches is to minimize psychotic 
and non-psychotic symptoms that may persist after a major psychotic 
episode [21]. The benefits of stress management strategies in reducing this 
residual psychopathology, and thereby enhancing the trend towards full 
remission of schizophrenia, have been assessed in 14 studies. These studies 
compared rating scales of psychopathology at the beginning of the study 
with the ratings obtained a year later. In 13 of these studies, an overall trend 
towards recovery was observed, both with experimental and control 
treatments [22-34]. Zhang et al. [35] noted this trend only for those patients 
receiving the stress management who did not have any symptom 
exacerbations. Three studies that used blind assessors to conduct stand- 
ardized interviews of psychopathology before treatment and at 24 months 
showed that almost two thirds of cases receiving the family-based approach 
achieved full remissions of both psychotic and deficit schizophrenic 
symptoms at two years [22,32,34]. One study observed significant effects 
of family treatment on negative symptoms [36]. Future research should 
focus on remission and recovery, not merely relapse and rehospitalization. 
There seems to be an exciting possibility that stress management appr- 
oaches may not merely reduce the rates of recurrent major episodes, but 
may contribute to full and lasting recovery from all psychotic and negative 
symptoms for a substantial proportion of people experiencing schizo- 
phrenic disorders. 
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Social Outcome 


Recovery of premorbid expectations of social functioning may be more 
difficult to achieve than clinical remission. Fourteen studies have employed 
standardized assessments of social functioning, although in three the 
methods lacked adequate scientific rigour, and one proved too complex to 
include [37]. Six of the ten remaining studies showed significantly greater 
benefits for stress management strategies [22,24,25,34,35,38], one a clear 
trend [30] and three showed no significant benefits when compared with 
drug treatment and case management [19,26,27]. Thus, despite the diffi- 
culties of measuring gains on inventories that include a broad range of areas 
of social functioning, many of which are not personally relevant to every 
patient, advantages for the family-based approaches are evident [15]. 


Family Benefits 


An important goal of family interventions is to enhance family functioning 
and to reduce stresses, particularly those associated with caring for the 
patient. A mean reduction in the stress of caregiving of 40% was reported in 
five studies that examined this outcome [22,28,30,34,35]. This was con- 
trasted with a reduction of 12% in the drugs and case management 
conditions. Six of the eight studies that compared family stress management 
with case management showed significant advantages for the stress 
management approach [22,24,25,31,34,35]. The self-help multiple-family 
group approach of Buchkremer et al. [27] showed no change in a measure of 
family problems associated with the patient’s illness, but was associated 
with increased warmth and reduced hostility towards the patient. 
Measures of family stress varied across all studies. This makes direct 
comparisons difficult. In addition, stress associated with the patient’s 
mental disorder is difficult to distinguish from other stress that caregivers 
may be experiencing. Family systems theorists have constantly pointed out 
the phenomenon of scapegoating, whereby a person seeks out one major 
stress factor and attributes all his or her stress as deriving from that person 
or issue. An epidemiological study of all long-term care cases in one 
location indicated that, even when all forms of evidence-based treatment 
were provided, including continued home-based family cognitive—beha- 
vioural strategies, key carers still experienced half the stress in their lives 
associated with the patient and his mental disorder [39]. This field is likely to 
benefit considerably from refinement of measures of family stress and 
burden. It is also worth noting again that most of these methods do not seek 
to minimize stress levels, but rather to enable people to cope more efficiently 
with all sources of stress as they progress towards their personal life goals. 
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Economic Benefits 


Improvements in clinical, social and family functioning would be expected 
to reduce the need for intensive medical and social care and thereby 
produce economic benefits for service providers. Six studies have reported 
such benefits, albeit in relatively unsophisticated assessments of costs [22, 
25,28, 40-42]. It is important to note that no study showed that the addition 
of family approaches costs more to the services. In most instances the cost 
savings to the services of integrating family assistance in this way are 
substantial. Further, the additional cost to the family was usually minimal, 
particularly as most treatment sessions can be arranged flexibly to minimize 
loss of earnings or the cost of transport. It seems evident that overall costs to 
services of family approaches, even those provided in patients’ homes, are 
an excellent investment when they halve the number of major episodes that 
require intensive care. However, most savings that arise from such inter- 
ventions are related to less use of crisis services and hospital care. These 
savings are not always readily transferred to the community-based services, 
at least not until hospital units can be closed, so that the financial benefits 
may be more theoretical than practical. 


Enduring Benefits 


The duration over which stress management strategies were applied varied 
from 6 months to 4 years, with most providing this treatment for 9-12 
months. It was apparent that benefits endured, and trends towards clinical 
and social recovery continued, when the treatment approach was continued 
without major modifications throughout the study period [22,30,31,34,36,41, 
43]. When treatment ceased at the end of the study period, it was noted that 
the stress of impending termination of a successful treatment programme 
may contribute to an excess of episodes at this period [37]. 

Withdrawal of intensive training in stress management was not usually 
associated with an immediate cessation of apparent clinical benefits. All 4 
studies that followed up cases for at least 4 years have shown long-term 
evidence of clinical benefits [43-46]. One study of a multi-family problem- 
solving approach that was continued for 4 years showed a rehospitalization 
rate four times lower than treatment as usual [43]. However, the methodo- 
logy of these long-term follow-up studies is less than optimal and it is clear 
that for individual cases the benefits tend to diminish once active treatment 
is stopped. As with all major health problems, comprehensive treatment 
needs to be continued until all residual impairments, disabilities and 
handicaps have been resolved, and then followed by monitoring of early 
signs of recurrences and the provision of booster treatment when this is 
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indicated. Studies of long-term optimal programmes of this nature are 
essential [47]. 


Comparative Benefits of Stress Management Approaches 


Whereas it is clear that brief mental health education has limited overall 
benefits, it is not clear which combination of ingredients, or setting of 
comprehensive treatment, is most effective and efficient. The effect sizes of 
clinical benefits of the key combinations of interventions suggest that long- 
term educational or systemic approaches may be less efficacious than those 
using problem solving and cognitive-behavioural methods [48]. Although a 
carer-based approach has been strongly advocated, there is also strong 
support for long-term individual approaches that use similar stress 
management methods. In one study that compared individual and 
family-based approaches, 38% of patients receiving family treatment had 
a major episode of psychosis, affective disorder, or had withdrawn from 
treatment by 24 months, compared to 28% of those allocated to supportive 
case management, and only 13% of those receiving intensive individual 
stress management training [49,50]. These advantages continued to the end 
of the third year. The improvement in clinical scales of residual symptoms 
were greatest with the family approach, but social functioning benefits were 
mainly in the first year, whereas those of the intensive individual approach 
continued to increase throughout the 3 years. In this study, patients 
expressed low satisfaction with the family treatment, and were highly 
satisfied with the individual approach, which had 73% more sessions (2.4 
per month over the 36 months versus 1.4). Unlike their earlier studies, 
Hogarty’s Pittsburgh group did not find any significant added benefits after 
24 months of combined family and individual strategies. Similar conclu- 
sions have been drawn by other reviewers [53]. Of course, not all adult 
patients live together with, or in close contact with, their families. For this 
reason it may be important to extend research to non-family carers, such as 
close friends or housemates in residential settings, where the same stress 
management principles and treatment strategies may be expected to have 
similar validity. 

A study of a cohort of patients who were receiving assertive community 
treatment found that the addition of crisis family treatment could prevent 
major episodes as effectively as continuous multi-family treatment, but it 
was less successful in achieving social benefits, particularly in the field of 
employment [30]. 

In common with most psychotherapy and pharmacotherapy research, a 
major deficit in this body of research has been the limited ability to measure 
emotional, cognitive and behavioural changes in families that consistently 
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predict patient outcomes. Several studies have employed the expressed 
emotion (EE) index as a measure of positive change in the family atmos- 
phere [20,52-54]. Others have used direct observation of family problem 
solving [22,28,55,56]. At best, the association between clinical and social 
outcome and these measures of change in the family patterns of interaction 
has been modest. All are complex measures that lack the precision needed 
to use them as criteria for family educational programmes. In the absence of 
a highly predictive criterion for therapists to aim at, the next best thing is to 
ensure that they follow the treatment manuals closely. However, the few 
studies that have employed such process measures have also failed to 
impress [22,57]. However, the vulnerability stress theory posits a multi- 
factorial biological and psychosocial interaction, and measures of only one 
facet, stress management of key caregivers, or even of the broader social 
support system, are unlikely to capture the majority of the variance 
associated with the course of major mental disorders. Although it is clear 
that these approaches make a major difference, the precise mechanisms 
remain largely unknown, but offer the prospect of an exciting innovative 
field of biosocial research. 


Single-Family versus Multi-Family Groups 


A series of eight studies that compared stress management conducted 
predominantly in multi-family groups with that conducted mainly in 
single-family sessions showed a mean advantage of only 2% greater clinical 
success for the single-family approach in the first year of treatment [19,30, 
33,41,43,58-60]. Two further studies have compared a multiple family 
group with a medication and case management control. The first study of 
self-help relatives’ groups did not involve the patients and showed a higher 
rate of hospital admissions than the control condition [27], while the second 
showed reduction in service use, including hospital admissions, associated 
with multi-family treatment [61]. McFarlane et al. [41] have shown that there 
may be advantages for the multi-family approach when it is used as a long- 
term maintenance strategy, but this important work has not yet been 
replicated fully, although two other studies that used multi-family 
approaches in the second year of the programmes showed excellent main- 
tenance of clinical benefits [22,60]. The complex methodology of the 
comparative studies prevents any clear conclusions about the relative 
merits of these approaches, particularly when the strategies used have been 
different in quality as well as intensity in the single- and multiple-family 
settings. Although multi-family strategies may appear more cost-effective, 
it is important that all costs are considered, not merely the time spent 
conducting the treatment sessions, before concluding that this strategy 


244 FAMILIES AND MENTAL DISORDERS 


should be the method of choice for services, where cost is an over-riding 
concern. It is unlikely that any one training format will meet the needs of all 
cases, and a comprehensive service will include single-family and multi- 
family approaches. 


Integration with Social and Work Skills Training Strategies 


The addition of skills training strategies to assist patients to cope more 
effectively with stresses in community settings outside the family ambit 
appears to add benefits to methods that focus on stress within the patient’s 
family. Five studies that combined social skills training strategies with 
carer-based stress management have shown the best one-year clinical 
outcomes to date [20,22,24,53,62]. Only 19% of patients receiving this inte- 
grated approach had poor outcomes during the first year of treatment. The 
precise manner in which these strategies are integrated has not been 
studied. In some programmes the social and work skills training has been 
an integral part of the family problem solving sessions, in others the two 
approaches are conducted in separate sessions. It is evident that the benefits 
of conducting social skills training for schizophrenia without the collab- 
orative support of key caregivers appear rather limited [63]. 


Integration with Other Cognitive-Behavioural Strategies for 
Residual Symptoms 


Cognitive-behavioural strategies have proven beneficial for resolving residual 
psychotic, deficit, affective and anxiety symptoms, all of which are common in 
functional psychotic disorders [20,22]. These strategies have been demon- 
strated as highly efficacious when studied in non-schizophrenic populations 
[64]. To date there have been no controlled studies that have compared family 
programmes that include such strategies with those that use only generic 
problem solving methods. One study that employed a wide range of cognitive- 
behavioural strategies showed an improvement in the rates of affective and 
anxiety episodes in the second year of treatment and a substantial proportion 
of cases in remission from all psychiatric symptoms [22]. 


Does Family-Based Stress Management Reduce the Level of 
Medication Needed to Prevent Recurrences? 


Most attempts to lower dosages of antipsychotic drugs well below those 
deemed clinically optimal have done this in a double-blind manner, and 
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have not used the graduated withdrawal methods considered pharmaco- 
logically safe. It is, therefore, not surprising that they have proven relatively 
unsuccessful. Despite this, a study by Hahlweg et al. [28] showed a rela- 
tively low rate of major episodes with a targeted dose strategy throughout 
the period that regular family stress management sessions were conducted. 
The National Institute of Mental Health (NIMH) Treatment Strategies study 
partially replicated this finding, suggesting that family-based strategies 
with early detection of potential exacerbations may enable lower doses of 
medication to be used without increasing the risk of major episodes [60]. 
Although the results of this study have been portrayed as demonstrating 
that adding family interventions to optimal drug treatment has no benefits, 
it should be noted that the two-year rehospitalization rate of 19% for cases 
receiving standard medication doses plus the cognitive-behavioural family 
approach for the first year is the second lowest reported in the literature. 
However, the 31% rate for the continuous educational multi-family 
educational approach was not statistically different. Further sophisticated 
studies of the synergistic effects of biomedical and psychosocial strategies 
may help in the refinement of these strategies, including the as yet 
unresolved issue of how and when to withdraw medication once stable 
recovery has been achieved. 


Family Interventions and Early Intervention 


It has been suggested that family stress management strategies are not 
effective for patients in their first episode of schizophrenia [65]. This 
conclusion appears to have been based on a single study where all cases 
received a basic course in family stress management during their hospital 
admission for an initial psychotic episode [66]. At discharge, patients were 
randomly assigned to continued family intervention or to individual case 
management. In the following 12 months, 16% of patients receiving the 
continued family intervention had major episodes compared to 15% of 
those who received individual case management. The remarkable feature 
here was the effectiveness of the individual approach as a maintenance 
strategy following the brief family stress management. A more clearly 
controlled study that compared similar family and individual approaches 
over 24 months of continued treatment showed consistent benefits for the 
family intervention [32]. The better prognosis for first-episode cases and 
low numbers reduced statistical significance. However, most studies have 
found that first-episode cases have shown the greatest benefits from the 
family methods [67]. The optimal treatment for early cases of schizophrenia 
has not yet been established and requires further well-controlled research. It 
is likely that a proportion will show maximum benefits from simpler 
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education programmes [35], but others will need more extensive work to 
achieve and sustain full recovery. In the absence of the ability to predict 
outcomes of individual cases, it would not seem wise to eliminate the use of 
those family interventions that have proven efficacy in reducing clinical and 
social morbidity [45]. 


FAMILY INTERVENTIONS FOR BIPOLAR DISORDER 


The educational and stress management strategies that have been deve- 
loped for schizophrenia have been applied more recently to bipolar 
disorder. The main difference is that most bipolar subjects are married, so 
that the key caregivers are usually spouses. 


Educational Approaches 


A series of studies has examined the benefits from educational strategies 
aimed to improve the understanding of patients and their key caregivers 
about vulnerability and stress factors, the recognition of early signs of 
recurrences, and the benefits of treatment, albeit mainly pharmacotherapy 
[68-72]. The results of these strategies show improved acceptance of medi- 
cation prophylaxis and some reduction in morbidity, particularly when 
they extended beyond a few simple didactic sessions to include concepts of 
stress management and detection of early signs of impending major 
episodes. However, the methodology and heterogeneity of these studies 
make it difficult to draw any firm conclusions. 


Family-Based Stress Management 


The results of the published studies of family-based stress management 
approaches for bipolar disorder have been mixed [73]. Clarkin et al. [74] 
found no reductions in major episodes after 9 sessions of education and 
communication training with couples, whereas Miklowitz and Goldstein 
[75], Miklowitz et al. [76] and Rea et al. [77] found reductions in major 
episodes after 24 months of a 9-12 month approach that focused on stress 
management through structured problem solving training. It is evident that 
the complexity of bipolar disorder, especially in terms of the two con- 
trasting types of episodes, necessitates extensive education before patients 
and families can understand the disorder and its biomedical and 
psychosocial aspects. This would seem to suggest that longer and more 
intensive interventions may be necessary for lasting benefits even for 
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first-episode cases [78]. A major pragmatic study is underway to examine 
this issue in a large cohort [79]. 


FAMILY INTERVENTIONS FOR DEPRESSIVE DISORDERS 


Despite substantial evidence for the association between family and marital 
factors and the onset and course of major depressive disorders [80], most 
psychosocial strategies have focused on stress and vulnerability from the 
individual perspective. There is limited evidence that family or marital 
strategies achieve somewhat greater benefits than the individual cognitive- 
behavioural or interpersonal approaches, particularly where marital conflict 
is an ongoing major stressor [82-89]. 

Preliminary studies of family interventions for adolescent depression 
have also shown potential benefits [90,91]. 

Lack of supportive relationships has been implicated in the aetiology and 
course of depressive disorders in women. Recent efforts to remedy this 
have shown promise in preventing post-natal depression [92] and in 
chronic depression [93]. The latter study focused on developing close 
friendships as an alternative to family or marital support. This wider social 
perspective of close relationships may be a more fruitful way of 
conceptualizing family interventions, particularly in societies where stable 
families relationships are relatively uncommon, with divorce and relocation 
interfering with traditional interpersonal support systems. 

Early intervention using a carer-based approach when depressive symp- 
toms first emerge may prove highly efficacious in preventing major 
affective episodes, associated social morbidity and potential suicide risk 
[94]. While offering considerable promise, the family interventions in 
depression are highly variable in treatment goals and strategies, and few 
high-quality studies have been conducted. Further carefully controlled 
studies are essential to enable carer-based approaches to be targeted with 
greater precision to the specific problems associated with major affective 
disorders. 


EFFECTIVENESS OF FAMILY APPROACHES IN ROUTINE 
CLINICAL PRACTICE 


One major concern is the ability to replicate the benefits of controlled trials 
in routine clinical practice. In this field there has been a tendency to dilute 
the methods, using merely part of the intervention programmes, often only 
the mental health education component. As would be predicted, these 
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studies have limited benefits, mainly improved adherence to medication 
[6]. However, substantial clinical and social benefits are generally less than 
those associated with more comprehensive programmes applied over 
longer periods. 

However, a series of comprehensive field trials have been completed, 
with almost all reporting successful replication of the controlled trial results 
[35,37,95-100]. One exception to this was an Australian study that 
attempted to train mental health professionals, mainly social workers, to 
use both cognitive-behavioural family interventions as well as more 
complex cognitive methods [101]. There have been few efforts to measure 
the competence of therapists in these approaches, so that it has not been 
clear what specific skills professionals need to acquire before they can 
achieve optimal results [102]. Despite a consensus that few mental health 
services are organized in a way that facilitates working with families, it is 
not clear what alternative management structures are needed. Clarification 
of these issues should be based on sound research, rather than speculation. 


CONCLUSIONS 


It can be concluded that there is substantial high-quality research evidence 
to suggest that strategies that enhance the competence of the informal care 
units (usually consisting of partners, parents or close friends) in the day-to- 
day care for people with major mental disorders have a clinically significant 
impact on the course of these disorders. This evidence is strongest for 
schizophrenia and bipolar disorder. The greatest benefits appear to be in 
the long-term prevention of major recurrences associated with comprehen- 
sive methods that integrate carers into the therapeutic team through 
education and training in stress management strategies. Continued profes- 
sional support and supervision of the programmes are associated with a 
fall-off in gains, albeit not as rapid as one might expect. Unfortunately, 
many studies have focused on relapse and rehospitalization as end points. 
This has led to the conclusion that family interventions merely delay 
recurrent episodes rather than prevent them. However, there is reason to 
believe that those strategies that have proven effective in delaying one 
episode may prove even more effective in delaying the next when they are 
refined with continued experience and training. We do not abandon 
pharmacotherapy at the first recurrence of a disorder, nor should we 
abandon family stress management. All evidence-based interventions are 
far from perfect, and refinement is constantly needed. The multi-family 
group setting has shown promise as a maintenance strategy, but repli- 
cations are required, and it is unlikely that any one format will fit all cases. 
However, the education, communication and problem-solving strategies 
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are highly flexible and can be readily adapted to a variety of settings, 
including poorly resourced services in developing countries. Further 
studies need to explore methods of maintaining and extending benefits 
over much longer periods than the current body of research has examined 
to date [47]. 

Comorbidity of psychosis with substance abuse, depression and anxiety 
is an unresolved issue of considerable importance. Promising early studies 
suggest that integrating specific cognitive-behavioural strategies for these 
problems with family interventions may prove effective, but high-quality 
replications are urgently needed. The cognitive-behavioural family 
approach facilitates this integration, and recently a series of educational 
guidebooks have been produced for both professionals and consumers that 
incorporate all the evidence-based cognitive-behavioural strategies within 
the family problem-solving framework [103]. 

Although straightforward education about mental disorders and their 
biomedical and psychosocial treatment is a valuable component of all 
evidence-based family approaches, and appears to improve adherence to 
treatment programmes, when applied alone it does not seem sufficient to 
reduce the risk of major episodes or of continuing clinical or social mor- 
bidity. Services should be encouraged to view brief psychoeducational 
programmes as no more than an initial phase in the development of more 
substantive programmes that are clearly highly cost-effective, but require 
an initial investment of slightly greater professional time and skill. Despite 
many suggestions that brief education alone may have maximal benefits 
for patients living in supportive, low-stress households, controlled studies 
need to demonstrate this. Unfortunately, the ability to assess household 
stress usually requires extensive and highly skilled assessment using the 
EE index. This assessment adds considerably to the cost of the inter- 
vention programme. Clinical assessments used in both cognitive- 
behavioural and systemic family and couple therapies may be able to 
determine more accurately the strengths and weaknesses of patients’ per- 
sonal support networks and target the specific education and problem- 
solving skills that may be enhanced by different strategies over different 
time periods, including the various phases of each patient’s disorder. In 
the absence of research to guide us in the choice of strategies, it may be 
important to resist the push to consumer choice, especially if the con- 
sumer is ill-informed and emotionally involved in the stress of caring for a 
disabled loved one. However, the views of consumers, especially those 
who are well informed, are of enormous value, and indeed were one of 
the major factors in the initial and continuing development of this field [8]. 

In addition to the benefits in terms of improved prognosis, there is 
growing evidence that social morbidity is reduced, particularly when 
treatment continues for at least two years and integrates personal goal 


250 FAMILIES AND MENTAL DISORDERS 


setting and aspects of social and work skills training. Benefits from these 
approaches are also evident for the carers themselves, with reduced stress 
associated with their caregiving roles. However, even with these family 
programmes, the stress associated with continued family care of chronic 
cases remains considerable [39]. Family care is an incredibly valuable 
therapeutic resource, but it should not be expected that all families will be 
able to provide long-term management for disabled patients. Efforts to 
develop similar therapeutic programmes in a variety of non-familial 
residential services must be given a high priority. However, care should 
be taken to involve families in the continued treatment programmes even 
when patients no longer reside in the family home. It is a foolish mistake to 
think that, once a relative is no longer living in the family household, the 
family have no further stress associated with that person’s mental disorder 
and treatment. Of course, the stress factors may change, but are seldom 
eliminated [104]. 

Despite the clear evidence of efficacy and efficiency, relatively few 
services have incorporated these carer-based strategies into their routine 
practice [105]. This problem is shared with most non-commercial advances 
in clinical practice. In addition to adequate training in educational and 
psychological strategies, assertive management of services is needed to 
ensure that the efforts of key caregivers of all patients are fully integrated 
into clinical programmes at all times. Of course these caregivers are not 
always relatives. However, almost all patients have somebody who cares 
for them, or at least somebody who cares about them. These people may be 
friends, neighbours, work colleagues, or even hairdressers, barmen, fitness 
instructors or shop assistants. Although the caring bonds between family 
members are often lifelong, patients who do not enjoy continued care from 
their close relatives may be able to identify alternative caregivers, who may 
be available and willing to assist with these education-based programmes. 
In countries where relatively few adults live with relatives, such as Sweden, 
the term ‘resource group” has been used to describe a patient's 
interpersonal support group, which includes not only any caring relatives, 
but also friends and associates who provide a similar day-to-day problem 
solving resource [106]. There is no reason to believe that the stress 
management approaches that have proven so useful for family units should 
not show similar benefits with non-family resource groups. Further 
research with these groups is needed. 

A final caveat: it must be pointed out that the controlled research studies 
of family approaches have shown consistent clinical, social, family and 
economic benefits when compared to pharmacotherapy and case manage- 
ment alone. But few studies have compared them with well-matched 
individual or group educational or cognitive-behavioural methods. The 
few studies that have done so, have produced contrasting results [51]. More 
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well-controlled comparisons of family and non-family interventions are 
likely to enhance our understanding of the processes that lead to long-term 
recovery from major mental disorders. 

The highly consistent positive results of family interventions have led 
many observers to suggest that further research is not needed. While it is 
undoubtedly true that further high-quality replications are not required, 
this chapter underscores the numerous deficiencies in our understanding, 
which have stalled progress towards the refinement of these strategies, that 
are a vital ingredient for improved quality of mental health care. 
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INTRODUCTION 


In a recent ethnographic study on the involvement of families in Indian 
psychiatry, Nunley [1] attempted to answer the important question of 
whether the international expansion of biomedical psychiatry beyond the 
boundaries of Europe and USA would have the potentially negative 
consequence of devaluation or exclusion of families from the treatment 
process. The author concluded that biomedical advances notwithstanding, 
Indian psychiatrists extolled the benefits of involving families in the 
delivery of psychiatric care, especially for persons suffering from major 
mental illness [2,3]. However, the study was unable to inform whether 
families were seen simply as reasonably “competent providers of care” or 
as a “valuable and enduring resource” that needed to be supported and 
guided through programmes of constructive collaboration. We would like 
to suggest that the report in fact implies a paradoxical situation in which the 
involvement of families is ostensibly welcomed by the medical establish- 
ment, but the failure of the system to comprehensively understand the 
difficult circumstances under which families get involved, and respond 
constructively to these situations, in fact devalues the contribution of 
families. A historical review of family professional relationships suggests 
that the early attempts to meaningfully acknowledge the contribution of 
family carers have not received due attention in contemporary practice. 

In 1967, Chacko [4] published a seminal article on the family participation 
in the treatment and rehabilitation of the mentally ill. In the period 
preceding this publication, significant innovations in practice had been 
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undertaken in large hospitals in India, as reported by Vidyasagar [5] and 
Narayanan et al. [6]. The authors described the manner in which the services 
of families were comprehensively utilized in the care, recovery and after- 
care of patients whom they had accompanied to these hospitals for 
management of a psychotic condition. These reports highlighted the fact 
that the involvement of relatives in the treatment process while the patient 
was admitted in the hospital not only facilitated their acceptance of the 
person recovering from mental illness, but also the return of the patient to 
their home in the community. The authors detailed the practical reasons 
which made it imperative to proactively engage Indian carers in the 
treatment of persons with major mental illness. Most of these issues are still 
valid today, and include the modest mental health infrastructure in the 
country, and the preference of families to be involved in the care of their 
mentally ill relative. 

It is not only interesting, but also significant, to note that these experi- 
ments were published during a period when the Western literature was 
dominated by views of family therapists who stressed that family patho- 
logy had an aetiological role to play in the causation of major mental illness. 
Clinical practice therefore recommended that minimizing the involvement 
of, or altogether excluding, families would in fact facilitate recovery in 
patients with major mental illness. 

It was only during the next decade, coinciding with the process of 
deinstitutionalization, that reports recognizing the role of families as a key 
resource in the care of the mentally ill began to emerge from the Western 
world [7]. In sharp contrast to that period of blaming and excluding natural 
caregivers, the past twenty years have been characterized by a major shift in 
the conceptual framework, followed by rigorous research in the form of 
randomized controlled trials of formal family psychoeducation, which 
represents a collective designation for interventions that combine the im- 
parting of information with therapeutic elements. Numerous reviews have 
demonstrated both the efficacy and the effectiveness of these approaches 
[8-10]. Natural carers are now increasingly recognized as partners in the 
care of persons with major mental illness, especially as the locus of care is 
primarily in the community. Although there is criticism that adoption of 
evidence-based family interventions is still not universal [11,12], trends in 
the literature suggest that family work has begun to be incorporated into 
the therapeutic repertoire of Western clinical practice. 

Historically, and in contrast to their Western counterparts, Indian 
caregivers have never been systematically excluded from the treatment 
process of people with major mental illness: yet it remains a very great and 
unfortunate paradox that they have not received the benefits of evidence- 
based family interventions recommended by numerous expert guidelines 
and consensus statements. It is more than three decades since the 
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pioneering reports on family intervention practices appeared in the Indian 
literature, and the major responsibility for providing care continues to be 
assumed by the primary kin network. However, systematic guidance to 
families to optimize their caregiving ability is not offered in routine clinical 
practice. 

In this chapter, we will discuss the pressing imperative to include 
purposive, regular and goal-oriented psychoeducation programmes in the 
therapeutic encounters between health professionals and natural caregivers 
in the Indian context. The evidence to support our discussion is derived 
from illness- and family-related studies, societal and cultural variables, and 
the realities of the mental health infrastructure and the delivery system. We 
will also review contemporary literature on family interventions in India 
and discuss issues that could inform on developing models which are 
appropriate for the Indian context. Finally, a description of the fledgling 
family movement and its implications for the service delivery system will 
be presented. 


WHY FAMILY INTERVENTIONS IN A FAMILY-CENTRIC 
CULTURE? 


Family-centric cultures by definition presuppose a good deal of involve- 
ment by the primary kin network in the lives of people with major mental 
illness. Is there a need to conceptualize and implement formal programmes 
of intervention in a culture where family engagement in the caregiving 
process is robust? Is this in fact an artificial intervention premised on 
current opinions prevailing in the Euro-American world? We would like to 
suggest that it is precisely the family centredness of low-income countries 
such as India that demands proactive approaches of working with carers of 
people with major mental illness. A consideration of the issues detailed 
below will illustrate our observation. 


A Sustainable Paradigm of Community Care Requires Family 
Interventions 


The mental health infrastructure in India is not only minimal in absolute 
terms, but its limitations can be even more accurately assessed when seen 
against the population of this large country. Services are largely urban, and 
comprise approximately 18 000 beds in 37 state run hospitals, and a small 
but undetermined number of beds in the private sector. However, most 
state and teaching hospitals and the private sector have departments of 
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psychiatry which offer ambulatory, outpatient care. Rehabilitation and after 
care facilities are also very few in number and basic in the services they 
offer [13]. There is a paucity of trained personnel, with the number of 
mental health professionals not exceeding 5000. For a population of over 
one billion, both settings and service providers are grossly inadequate. The 
disparity between needs and available services led policy makers in India to 
conclude that “not more than 10% of those requiring urgent mental health 
care” were receiving help from the existing services [14]. This indicates that 
a large part of the mental health care has been, and is, taking place in the 
community, resulting in the family being the primary care provider. This 
scenario is quite different from what happened in the West, where the locus 
of care shifted to the community only as a result of the deinstitutionaliza- 
tion movement. 

The National Mental Health Programme was devised by policy planners 
in India to bridge the large gap between demand and supply, and seeks to 
deliver mental health care through the decentralized, community-based 
primary health care network. However, the definition of community care 
needs to be clarified. In many developed countries, treatment and psycho- 
social interventions in the community are delivered through teams, which 
include an array of trained nurses, rehabilitation specialists, cognitive 
therapists, social workers, occupational therapists and psychiatrists [15]. In 
India, as in most other low-income countries, such resources simply do not 
exist, and the term “community care” often translates into patients remain- 
ing outside hospitals, but with their families [16]. Also, it is important to 
highlight that implicit in the National Health policy is that while the state 
will attempt to deliver mental health services through non-institutional 
decentralized approaches, the locus of care will continue to be with the family. If 
natural caregivers are therefore required to provide ongoing, sustainable 
care in the community for persons with major mental illness, it becomes 
absolutely critical to optimize their caregiving ability with programmes of 
formal support and guidance. 


The Course of Illness Demands Family Interventions 


Interestingly, in spite of the inadequate mental health services, the course 
and outcome of schizophrenia in India have been found to be relatively 
good. Three large-scale international collaborative studies conducted by the 
World Health Organization (WHO)—the International Pilot Study on 
Schizophrenia (IPSS), the Determinants of Outcome of Severe Mental 
Disorders (DOSMD) and the International Study of Schizophrenia (ISoS)— 
convincingly demonstrated that persons with schizophrenia did better in 
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India and other developing countries, when compared to their Western 
counterparts [17]. This better course and outcome have not only been exten- 
sively documented, but have raised questions as well [18]. Do these findings, 
dubbed by Kleinman [19] as “the single most provocative datum to emerge” 
in this area, suggest that interventions that could moderate the course and 
outcome of major mental illness may not be necessary in developing 
countries? It would be instructive to study other literature from India. 

The Indian Council of Medical Research [20] reported on a 5-year follow- 
up study of 326 newly diagnosed patients with schizophrenia. The second 
year follow-up revealed that 43% of patients had experienced a relapse. 
These figures had risen to 64% at the end of 5 years. Relapse prevention has 
been an important goal of working with families, and is often used as an 
outcome measure for evaluation of interventions. More importantly, the 
study identified factors that could discriminate between good and bad 
outcome and these included medication compliance, absence of dangerous 
behaviour, rise in socio-economic level, and living conditions in which the 
patient was not subject to avoidance by his network. Comprehensive 
interventions with families provide carers with a range of options and skills 
by which the good outcome factors can be optimized. Thara et al. [21] and 
Eaton et al. [22], while reporting on a 10-year follow-up of first-episode 
Indian patients, have also highlighted the importance of early therapeutic 
interventions, including family interventions, by demonstrating that the 
prevalence of positive and negative symptoms in schizophrenia stabilized 
in the first 2 years of the illness. Research therefore suggests that reduction 
in relapses and early therapeutic interventions are in fact as important in 
the Indian context as anywhere else in the world. 


Using Intensive Family Involvement to Optimize Outcomes is 
Good Economics in a Developing Country 


Two cross-cultural studies reported on age- and gender-matched samples 
of patients with chronic schizophrenia living in the UK and the USA and 
compared their living experiences with those from India [23,24]. 

Analysis of several illness, social and occupational parameters revealed 
significant differences, including the fact that less than 50% of patients in 
the Western world lived with their families, while the comparable figure in 
India was 98.3%. Overall, the data suggested that Indian patients were more 
socially reintegrated than their Western counterparts. Indian patients not 
only tend to live with natural caregivers, but both research evidence and 
clinical practice suggest that the primary kin network has a pre-eminent 
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role in decisions about both the manner and timing of help seeking, as well 
as withdrawing from the treatment process. 

It is the family, on recommendations of the larger social network of 
relatives and friends, which decides whether the patient will seek help from 
the psychiatrist or faith healer [1,25]. To a large extent, this is influenced by 
the family’s explanatory model for the illness. Relatives who believe in 
the supernatural causation of schizophrenia initially consult indigenous 
healers, while those who perceive schizophrenia as a medical problem 
consult practitioners of modern medicine [26]. Various roles in providing 
care are assumed by different people, both family members and friends 
[27]. The modalities of treatment to be used, including the purchase and 
supervision of medication and experimentation with alternative treatments, 
are also invariably decided by the primary network. Long-term studies 
have shown that caregivers are called upon to provide support to their 
patients not only during the period of the acute illness, but also in the 
aftercare and recovery process, including housing and financial support to 
those who are not employed. 

What implications does this intensive involvement of families have on the 
mental health delivery system? We believe that this natural preference of 
families to be involved in the care of their mentally ill kin should be utilized 
in a focused and goal-oriented manner to assist a poorly funded mental 
health system to deliver optimal mental health care. 

Xiong et al. [28] reported on a formal and structured family intervention 
programme in an outpatient setting in a large state hospital in China. The 
authors described a typical institution as being characterized by heavy 
caseloads, brief therapeutic encounters between the psychiatrist and the 
patient, primarily on an ad-hoc as and when required basis, predominance 
of the biomedical model and the near absence of psychosocial inputs. The 
study revealed that 90% of Chinese patients lived with their families, 
and that both outpatient consultations and follow-up work with the 
mentally ill almost routinely involved family members. The description 
of living arrangements of patients and the treatment conditions that 
obtain in ambulatory settings, more particularly the brief medical inputs 
given in follow-up care in China, accurately captures the prevailing 
situation in India as well. The findings of this study therefore become 
very important to both social planners and clinicians. First, the study 
has demonstrated the effectiveness of family interventions in a routine, 
busy, impersonal clinical setting, dominated by the biomedical approach. 
Second, the salient finding that these psychosocial programmes were cost 
effective, and the savings could be substantial, is the first definitive 
evidence of its kind in a low-income country and could have major 
implications for policy and programme planning. To summarize, we 
believe that the observations from Xiong et al.’s study [28] have equal if not 
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more validity in India, and require urgent replication and strategic dis- 
semination. 


The Consequences of Providing Care are Distressful: 
Family Interventions in India are Therefore Ethical 


Do families just represent a low-cost, plentiful resource in the community 
who are necessary to offset the limitations of a poorly funded mental health 
system? In this section we will present evidence to suggest that families 
need to be perceived as much more than a locus for interventions in the 
community, and that it is both necessary and ethical to offer programmes of 
support and guidance to carers. 

That Indian families face several adverse consequences while caring 
for their mentally ill relative is exemplified by the fact that one of the 
earliest burden questionnaires to measure both subjective and objective 
burden was developed in India [29]. Studies carried out with family 
caregivers in different parts of the country at various points in time 
have revealed similar findings, indicating the consistency with which 
certain areas are experienced as causing distress. Burden has been per- 
ceived by family members mainly in issues related to finance, disrup- 
tion of family leisure activities and family interaction, and these studies 
have also documented a negative impact on physical and mental health 
of caregivers [30-34]. Some research has suggested that the burden faced 
by urban families was greater than that faced by their rural counterparts 
[35], while other authors have reported the converse [31]. However, 
families in both rural and urban areas experience burden in caring 
[36]. 

A high level of stress, anxiety and depression among family carers was 
reported by Sovani [37]. The study by Marimuthu et al. [38] suggested that 
30% of caregivers met the criteria for psychiatric morbidity. However, 
Chakrabarti et al. [39] did not find a significant impact of the caregiving role 
on the relatives’ emotional and physical health. In support of this finding, 
Roychaudhuri et al. [40] observed that, despite high levels of burden, 
caregivers reported subjective well-being scores in the normal range, 
indicating that they possessed considerable coping resources. 

Caregiving is provided mainly by parents and spouses [41] and is 
gendered, with women being the primary care providers [42]. Not much 
attention has been paid to the impact of caregiving on the marital 
relationship. Vijayalakshmi and Ramana [43] found that spouses often 
took over the breadwinner’s role, and other family members, especially 
children, took over the index patient’s responsibilities. Mahendru [44] 
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found that 40% of the spouses of male patients with schizophrenia had a 
neurotic illness and Mahendru et al. [45] reported that spouses experienced 
high degrees of psychiatric morbidity and less participation in social 
activities than spouses in the control group. Spouses also reported greater 
emotional burden in the study by Rammohan et al. [41]. 

Duration of the illness correlates positively with burden, with longer 
duration of illness associated with greater burden [46]. However, the nature 
of symptoms seems to be more important in determining the extent of 
burden. Ranganathan et al. [47] reported that overt psychopathology, such 
as disruptive behaviour of the patient, problems with personal care and 
embarrassing behaviour, was associated with higher levels of burden. 

The study by Raj et al. [48] suggested that caregivers experienced similar 
levels of distress associated with positive and negative symptoms imme- 
diately after an illness exacerbation. However, follow-up assessments after 
a period of stabilization revealed greater burden with negative symptoms. 
This finding must be understood in the context that having an acute relapse 
or exacerbation does not translate into immediate hospitalization for the 
patient, and it is not uncommon for families to provide domiciliary care for 
an acutely disturbed patient. 

Medical treatment for people with major mental illness is provided both 
in state-run facilities, which are subsidized, and in the private sector on a 
fee for service basis. Insurance or co-payment is negligible. Therefore, 
families can also experience severe financial stressors. 

Deficits in activity and self-care related behaviours were also reported by 
Gopinath and Chaturvedi [49] to be most troublesome to caregivers. The 
authors commented that in India it is quite natural to worry about an 
individual who does not do work or earn or is slow and inactive, whereas 
families may believe that aggressive or psychotic features are caused by 
supernatural forces and are not part of the illness. Certain patient 
characteristics are associated with greater burden for the family caregiver: 
these include caring for individuals who are younger, male, unemployed or 
low wage earners [40,50]. 

Chakrabarti and Kulhara [51] assessed family burden in a number of 
different psychiatric illnesses (schizophrenia, affective disorders) and 
argued that there is a need to distinguish between the extent of burden 
and its pattern. They concluded that it is the quality of burden that merits 
further investigation, because it may yield useful insights into how mental 
illness affects families across different social, cultural and ethnic groups. 

Family interventions in developed countries were initially premised on 
their ability to reduce relapses and improve the functioning of the patient. 
The family was seen primarily as an adjunct to the mental health system, 
and little or no attention was paid to family burden or to the requirements 
and expectations of carers from the mental health system [52]. In an era of 
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evolving interventions, the needs of patients and families are seen in the 
main as highly interrelated, and families are now regarded as equal 
partners in care [53]. The trends in literature also reflect this perception, and 
family focused issues are being addressed more proactively in intervention 
programmes than has been the case in the past [54,55]. 

The plethora of studies that have been reviewed suggests that caregiver 
burden has been among the most well-researched topics in the Indian 
psychiatry literature, leaving no doubt about the extent and nature of 
distress experienced by relatives, and the importance of finding compre- 
hensive, widespread and practical solutions to the consequences of care- 
giving. All this has been addressed in editorials in the professional literature 
[56] and practice guidelines [57]. Yet translation into programmes of action or 
remediation unfortunately continues to be sporadic and slow. We believe 
that this could have a very negative impact on the community care of people 
with major mental illness, as will be outlined in subsequent sections. 


INEFFECTIVE COPING BY CARERS MAY IMPACT BOTH 
THE ILLNESS AND CAREGIVER BURDEN 


How do family members, especially the primary care providers, cope with 
the consequences of ongoing, long-term involvement in the lives of patients 
with major mental illness? 

Bhargava et al. [58] reported that family carers mostly used adaptive 
coping strategies such as positive communication and social involvement 
with the patient. However, denial emerged as a significant coping strategy 
adopted by parents in the study by Rammohan et al. [41]. The authors also 
identified negative distraction as the predominant strategy employed by 
spouses and reported that the presence of denial in coping emerged as a 
significant predictor of caregiver burden. 

Chakrabarti and Gill [59] compared coping styles of caregivers of patients 
with bipolar disorder and schizophrenia. They found that a variety of 
strategies, both problem- and emotion-focused, were used by relatives. 
Emotion-focused strategies were more commonly used by families of 
patients with schizophrenia, and problem-focused coping strategies by 
caregivers of bipolar patients. These differences appeared to be associated 
with differences in caregiver burden and appraisal between the two groups. 

An attempt to understand coping behaviours by caregivers of patients 
with chronic schizophrenia was undertaken by Chandrasekaran et al. [42]. 
Using the family coping questionnaire of Magliano et al. [60], the authors 
identified resignation as the predominant coping strategy. Over 60% of 
relatives (primarily women and parents) had never made any attempt to 
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find out information about the illness or its management. Resignation also 
showed correlation with caregiver burden and negative symptomatology. 
The authors explained this passive attitude as part of a culturally 
sanctioned fatalism towards life that encourages Indians to accept 
tribulations with a sense of resignation [61]. However, they cautioned 
that this passivity on the part of the caregivers could have an adverse 
impact on the clinical and social outcome of the illness. It is interesting to 
note that Birchwood and Cochrane [62], in their study on coping behaviour 
in British families, also raised the issue of whether a disengaged /resigned 
style of coping by relatives could have a negative impact on the social 
functioning of patients with schizophrenia. 

Since magico-religious beliefs are an important element in the explana- 
tory model of the illness, the use of religious coping and its relationship 
with psychological well-being in a sample of primary caregivers of persons 
with schizophrenia were explored by Rammohan et al. [63]. Results indi- 
cated that 97% of the caregivers reported belief in God, and that their 
religious beliefs and practices helped them deal with the stress of the 
situation. Common religious practices like lighting a lamp or praying to 
God were the most frequently adopted religious rituals. Strength of 
religious belief, rather than religious practices, emerged as a significant 
contributor to psychological well-being. 

Coping styles of family caregivers have not received adequate attention. 
Research in this area is especially important to understand the culture- 
specific ways in which family members in India have been dealing with this 
stress. Adaptive methods contributing to well-being can then be enhanced 
and strengthened as part of intervention programmes, while maladaptive 
ones can be modified through psychoeducation. The attitudes of mental 
health professionals have also mirrored those of their Western counterparts, 
with religious beliefs and practices being largely ignored or being viewed as 
a cause of delay in seeking psychiatric help. 


OPTIMAL PROFESSIONAL SUPPORT REQUIRES 
SENSITIVITY TO CAREGIVER NEEDS 


Nagaswami et al. [64] observed that the urgency to “find a job” and be 
gainfully employed was the most important felt need for both the patient 
and family. A focus on meaningful employment or productive activity for 
the mentally ill person has been a consistent finding in most of the studies 
designed to elicit needs. Gopinath et al. [65] reported that family carers were 
keen to obtain a short duration of activity therapy for their patients with 
schizophrenia as they perceived them to be employable. As early as 1989, 
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Sethi highlighted the need to reduce disability through day care centres and 
sheltered workshops [3]. 

Job placement for the ill relative was also a major concern reported by 
Shankar and Kamath [66] in their study of caregivers. Elangovan et al. [67] 
explored the needs of patients diagnosed as suffering from chronic 
schizophrenia and bipolar disorder and found that both groups of patients 
expressed a primary need to participate in meaningful daytime activities. 
Relatives wanted more rehabilitation facilities that would enable patients 
to become productive members [68]. These consistent findings related to 
employment, income generation and productive activities are not 
surprising in a low-income country with negligible welfare and social 
security benefits, since caring for a non-contributory member adds to the 
already heavy burden of existential stressors. Articulating the needs from 
an urban caregiver’s perspective, Srinivasan [69] stated that training for 
the patient in daily living skills and vocational activities and day care 
facilities are of high priority. Selected groups of families are now express- 
ing a different set of needs. Members of the primary kin network are 
seeking more information about the illness, medication management and 
other modalities of treatment. A need for specific guidance on how to 
handle the patient’s symptoms and their own distress has also been 
expressed by caregivers. In keeping with trends in the Western literature, 
family carers have concerns about the well-being of their patient after 
their lifetime, and want these issues to be addressed by professionals 
[37,68,70]. 

In contrast, Shankar and Kamath [66] found that family members of 
patients attending an urban rehabilitation centre showed little interest in 
seeking information about the illness, but were willing to listen to advice 
that would be beneficial to the patient. Of these families, only 30% wanted 
emotional support from mental health professionals. The majority chose to 
discuss problems with other family members and friends, and reported 
adequate support from these sources. 

The 1985 study by Nagaswami et al. [64] observed that, if patients were 
engaged in income generating activities and their families received 
adequate support, residential care for patients was not articulated as a 
perceived need by carers. This is in contrast to reports from the West. 
Fifteen years later, and perhaps reflecting both the changing demography 
and the perceptions of family groups, Srinivasan [69], a carer herself, stated 
that good residential facilities are a felt need in urban areas. Kulhara et al. 
[70] reported that both patients and their family carers expressed the need 
for welfare benefits for individuals with psychiatric disability. 

Needs assessments are extremely important, and interventions with 
families should be driven by the expressed needs of caregivers. However, 
we would like to caution against the generalizability of results obtained 
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from these studies, and draw attention to the observation made by Shankar 
and Kamath [66] that needs of carers and patients often reflect a complex 
amalgam of the family’s perceptions of the illness and expectations of cure, 
education, socioeconomic level and the support system available to the 
patient and the carers. 

Murthy [71] suggested that Indian families have been seen primarily as a 
substitute for professional care, and not as an essential component of 
mental health care. Efforts have not been made to understand their needs, 
to provide support and skills training and to help families in networking. 
He concluded that, in order to prevent families from abandoning their 
mentally ill relatives, it becomes even more important to develop and 
implement family-based interventions in this low-income country. 


INDIAN SOCIETY IS CHANGING: 
PROFESSIONAL INPUTS HAVE NOT KEPT PACE 


Leff et al. [72] have suggested that traditional joint families that exist in 
developing countries allow for diffusion of burden in families caring for the 
mentally ill. Also, the tolerant attitudes of families in India, which is a 
function of a family-centric culture, could be responsible for mediating the 
good course and outcome of major mental illness. Reviews of the role of the 
family in relation to mental health have found that the nuclear family 
structure is more likely to be associated with psychiatric disorders than the 
joint family [2,73]. The joint family is seen as a source of social and 
economic support [2], and is known for its tolerance of deviant behaviour 
[74], and its capacity to absorb additional roles. Chandrashekar et al. [35] 
reported that fewer rural families sought hospitalization when compared to 
urban families. 

However, we would like to examine the changing structure and function- 
ing of the contemporary Indian family and its impact on caregiving for 
people with major mental illness. This will also support our proposition 
that, even in cultures which are family oriented and therefore assumed to 
be tolerant and accepting, it is not possible for carers to provide care 
without active programmes of support and guidance. 

In response to the commonly held belief about the existence and role of 
traditional extended families in developing countries, Pearson and Lam [16] 
observed that “it is a common misconception that Chinese people live in 
large extended families and if this has ever been true, it is certainly not true 
now”. This statement also applies to the situation in India, because 
traditional joint family structures, where family members stay together with 
their spouses and children, have been significantly replaced in urban areas 
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by “new order” nuclear families. This is consequent to industrialization, 
urbanization, migration from rural to urban areas, education of women and 
their entry into paid work [74]. More importantly, the family system has 
become a highly differentiated and heterogeneous social entity in terms not 
only of structure, but also of pattern, role relationships, obligations and 
values. Therefore, generalizations need to be made with a degree of cir- 
cumspection. What impact does changing demography have on the 
capacity of carers to provide long-term support to psychiatric patients? 

In the context of the transitional changes in Chinese society, Pearson and 
Lam [16] observed that “in countries with low income levels and numerous 
existential stressors, changes in family structure may make the care giving 
burden even more onerous”. This has been vividly illustrated by an impor- 
tant epidemiological study carried out by the Indian Council of Medical 
Research [75], which revealed large numbers of patients with psychoses 
who were untreated and severely disabled. What was striking was that the 
patients and their families lived in an urban metropolis, and there were 
several treatment facilities in the vicinity. In a subsequent analysis of this 
group of patients, Padmavathi et al. [76] found that the larger the family, in 
terms of it being an extended or joint family, the more it was able to 
compensate for a dysfunctional member in terms of having fewer expec- 
tations, and this seemed to be the crucial factor related to the non-treatment 
of the patient with major mental illness. Gopinath et al. [65] reported that 
patients who hailed from larger families and had a better educational status 
tended to discontinue attending a day hospital facility within three months. 
However, the impact of non-compliance with the rehabilitation programme 
on the disability of the patient was not assessed. 

Bharat [73] has suggested that there is an urgent need to look beyond the 
narrow confines of the structure and incorporate a much broader matrix of 
functional and attitudinal elements in order to assess the capacity of the 
family to provide care. Nunley [1] has reported that the presence of family 
burden and distress and no respite from the caregiving role may also harm 
the patient. 

More than three decades ago, Bhaskaran [77] observed that, in the 
majority of the patients living in a mental hospital, the patient-family 
relationship was almost non-existent, with more than 75% having no 
contact with any family member. He reported that the burden of care for a 
chronic illness, the reduced work output of the patient and the stigma 
attached to mental illness were the main reasons for the “unwanted 
patient”. Gupta et al. [78] reported that, although 70% of the patients in the 
Agra mental hospital had one or more family members, more than half of 
them had not had a visit from a relative in the previous two years. Surveys 
of the mental hospitals have also shown that large numbers of long-stay 
patients have practically no contact with the family [13]. Although the 
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numbers of patients residing in long-term care institutions without contact 
with their families is relatively small compared to those living with families, 
Thangarajan [79], in her study of perceptions of urban carers, has shown 
that families do not feel that hospitals are part of their network of help. Yet 
families wanted help from the professional system, to provide sustained 
care to individuals with major mental illness. 

Lefley [53] has addressed the problems of ageing caregivers in the West- 
ern world who were involved in the care of their adult mentally ill children, 
and highlighted the severe stress faced by this population. In drawing 
attention to the needs of urban families, Srinivasan [69] has argued that 
current sociological and demographic changes taking place in Indian 
society have a direct bearing on family needs and hence treatment policies. 
These changes, which include the shrinking size of families, particularly in 
urban areas, influx of the traditional female caregivers into the workforce, 
and migratory movements among the younger generation, have left older 
caregivers without a second generation of support. Issues of community 
care and support for patients without families are beginning to emerge. This 
situation will become even more critical and acute in the years to come, due 
to the changing demography and pattern of caregiving, and the limited 
guidance offered by the mental health delivery system. 


CULTURE IS NOT STATIC: FAMILY-CENTRIC SOCIETIES 
ALSO NEED FAMILY INTERVENTIONS 


Although the structure of family systems is changing rapidly in India, 
sociologists [80] have proposed the concept of ‘functional jointedness” 
between the constituents of the new-order nuclear family, so that close ties 
are maintained, although the members may not live under the same roof. 
This promotes a strong family orientation among the constituents. Also the 
differential weight given to the independence and dependence construct in 
developing countries is highly germane to the aftercare support given by 
families, and the manner in which they define their role and their 
expectations of patients [80]. 

It could therefore be inferred that these cultural values and beliefs 
prevalent in India translate into the practice of kin support, and a defined 
obligation towards a family member. The study by Thangarajan [79] 
supports this view, because economically underprivileged Indian caregivers 
reported a sense of obligation to care for their mentally ill relative. Pearson 
and Lam [16], reporting on the needs of Chinese caregivers, have also 
highlighted that they were deeply influenced by their sense of family duty to 
the blood connection, and the traditional belief that family members should 
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care for each other. This is in contrast to reports that Western caregivers 
prefer not to have a direct day-to-day caregiving role; instead, they would 
expect that their role remain adjunctive to the comprehensive services that 
should be offered by the professional mental health system [81]. 

Does this then suggest that family interventions may not be necessary in 
family-centric cultures? While these values, beliefs and practices of kin 
obligation and interdependence define the basic cultural orientation in 
India as being family-centric, we would like to suggest that a broader 
perspective of culture, as elaborated by Lopez et al. [82], would be more 
appropriate to contemporary prevailing realities of India. 

These authors argue that older views of culture, which focused primarily 
on the psychological dimensions, and regarded culture as residing largely 
within individuals, are narrow and limited. Culture is not merely a set of 
practices that are predicated upon a set of values and beliefs, but must 
include social perspectives. It is more accurately reflected by the ongoing 
interactions between group values, norms and experiences on the one hand, 
and individual innovations and life histories on the other. The social 
perspective of culture must include understanding the life experiences of 
people through assessment of their daily routine. This will help capture 
what is important to people and how they prioritize their activities. 

Nunley [1] observed that “Patrilocal joint family continues to be valor- 
ized as a cultural ideal’’. But in the relentless social transformation of India, 
does an ideal joint family exist? Contemporary understandings of Indian 
culture must incorporate multidimensional perspectives, and combine them 
to optimize therapeutic encounters. For example, a sociologist would argue 
that carer-based interventions must recognize that families are shrinking, and 
would therefore have limitations in meeting all their kinship obligations. This 
then necessitates greater professional support for the patient. However, when 
viewed from the psychological viewpoint, culturally congruent interventions 
should attempt to strengthen the affective relationships between existing kin. 
This would be perceived as appropriate for a family-centric culture, and 
could help offset the impact of the reduction of available carers. 

A number of studies have documented that Indian families visit religious 
shrines in the hope of curing mental illness [e.g. 61,83-85]. However, Tewari 
et al. [84] reported that only 10% of the family caregivers of persons with 
major mental illness perceived magico-religious treatment to be helpful. 
Healer consultations were perceived to be useful by one third of the 
patients in the study by Campion and Bhugra [83]. On the other hand, 
Raguram et al. [85] reported that the majority of the caregivers were 
satisfied with the improvement shown by the patient as well as with their 
experience at the temple. However, the research also suggests that most of 
them discontinued such treatment by the time of their seeking help in a 
hospital setting [63,83], suggesting a shift and acceptance of a medical 
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model of treatment. It is interesting to note that, in their pathway to care 
study, Banerjee and Roy [26] found that those who initially consulted 
indigenous healers took a shorter time to contact the referral centre while 
those who had consulted physicians took significantly longer. 

Hence, the literature suggests that, while religion and cultural practices 
are important in the lives of carers and patients, models of causation, help 
seeking and treatment do not remain fixed and immutable. Culture, 
therefore, is not impervious to change. In fact, Lopez et al. [82] suggest that 
to recognize the dynamic and changeable nature of culture will help clini- 
cians develop more realistic and meaningful interventions with families. 

It is often easy to conclude that, in the Indian context, family involvement 
in patient care is a preference. However, it is also well known that families 
in India have limited choices or alternatives, on account of the minimally 
resourced mental health infrastructure and the absence of social security 
benefits. Would Indian caregivers continue with this extensive and inten- 
sive involvement with their mentally ill relative if affordable alternatives 
were available? Finding answers to this question becomes even more 
critical in the face of rapid social change and the redefinition of social 
obligations that may accompany this change. To summarize, we would like 
to suggest that perceptions that suggest a limited role for formal family 
interventions in a family-centric society are based on a narrow stereotype of 
culture that does not reflect contemporary realities. The issue needs to be 
addressed through multidisciplinary research that incorporates clinical, 
sociological and anthropological perspectives. 


FORMAL FAMILY INTERVENTIONS IN INDIA AND 
IMPLICATIONS OF THE RELEVANT EVIDENCE 


The pioneering attempts at formal family interventions in India, more than 
four decades ago, have been described in an earlier section. The Indian 
literature has subsequently carried eclectic descriptions of formal and 
structured programmes with carers. Interventions comprising educational 
sessions have been reported by Sovani [37], Prema and Kodandaram [86] 
and Shankar and Menon [87]. The interventions were carried out in a group 
format, and assessments revealed a reduction in both negative attitudes to 
the illness, as well as caregiver distress and burden. 

Samuel and Thyloth [27] have discussed the substantial contribution of 
psychoeducational family programmes and medication management in the 
prevention of relapse among patients with chronic schizophrenia. 

In 1988, Verghese [88] formally evaluated an intervention programme 
with family carers staying along with their patient in hospital. He 
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concluded that family participation in all aspects of treatment led to an 
improvement in attitude towards the mentally ill individual. 

The suggestion that co-resident relatives might require systemic inter- 
ventions which focus on improvement of communication and regulation of 
affect has emerged from the work of Verghese et al. [89] in a specialized 
centre for family work. The authors cautioned that relatives need to be 
supported before their resilience breaks down or they become dysfunc- 
tional. 

An intervention with 8-10 families using the focus group technique was 
attempted by Sarkar et al. [90]. The authors reported that the therapeutic 
processes perceived as helpful by the participants included intra-group 
interactions, sharing of emotions and psychoeducation about the illness. 

The only randomized controlled trial of family interventions was repor- 
ted by Pai and colleagues [29,91,92]. The authors compared routine hospital 
care offered to patients with major mental illness with home-based care 
delivered by a psychiatric nurse. A six-month follow-up indicated that the 
home intervention group showed higher improvements in symptoms, 
better social functioning and reduced burden for carers. At the end of two 
years, the experimental group maintained a better clinical status and fewer 
hospital admissions. However, differences in social functioning and care- 
giver burden between the experimental and control group were 
insignificant, suggesting that, in a chronic and disabling illness, family 
interventions may need to be augmented with approaches that have a more 
direct focus on the functioning of the patient. 

Sharma et al. [93] reported that, in long-term illnesses with multiple 
deficits such as schizophrenia, day care facilities not only provide respite to 
the family but could also improve the social and occupational functioning 
of the patient. The impact of day care on co-resident relatives was the focus 
of a study by Rao et al. [94]. The authors suggested that day care reduced 
the financial burden on the family, improved family leisure time activities 
and decreased the physical and mental health problems of the family. The 
report concluded that, in urban areas, this was a viable method to maintain 
chronic patients within the family and in the community. 

The favourable assessments of educational interventions in the Indian 
context are in contrast to Western reports, which suggest that brief pro- 
grammes that are limited to the provision of illness-related information 
inputs have minimal impact on caregiver distress, as well as on the course 
and outcome of illness [95]. 

We would like to suggest that the studies evaluating educational and 
family groups have lacked methodological rigour, making them difficult 
not only to replicate, but also to help identify the critical and effective 
elements of the intervention. More importantly, most of these studies were 
carried out in specialized research and teaching institutions. Therefore, 


276 FAMILIES AND MENTAL DISORDERS 


effectiveness in routine clinical settings, like the outpatient services of large 
state hospitals and community clinics, needs to be established. 

While we have presented empirical evidence to justify the imperative to 
offer programmes of guidance and support to Indian caregivers, a clear 
understanding of the conceptual and operational elements and strategies to 
implement such interventions in clinical settings is lacking. What guidance 
does the literature provide on this issue? In 1991, Lam [95] wrote about the 
lack of clarity in identifying “what works and what doesn’t in family 
interventions”. More than a decade later, the evidence to identify both the 
effective and the essential elements of family intervention programmes is 
still limited. However, meta-analyses of psychoeducational studies [96,97] 
reveal that the components of effective programmes include a long dura- 
tion, inclusion of the patient in some phases of the intervention, and 
information and education about the illness provided within a supportive 
framework. The intervention modality, defined by the format, is of secon- 
dary importance, suggesting that common therapeutic factors underlie the 
various approaches. 

A large body of rigorously researched interventions has been developed 
for caregivers in the Western world. Should clinicians in developing coun- 
tries adapt or adopt these empirical models? Related questions include 
what the goals of family work in the Indian context are, and what factors 
will define the content, format and delivery of family interventions in a 
country with a poorly resourced mental health system. Additionally, what 
are the practical issues that will drive the implementation of evidence based 
research interventions in routine clinical settings so that the needs of the 
vast majority of caregivers are met? 

It is an enormous challenge to find answers to these questions, and we 
will review some of the relevant issues. 


DEFINING THE CONCEPTUAL FRAMEWORK FOR 
FAMILY WORK: REDUCTION OF RELAPSE THROUGH 
EXPRESSED EMOTION BASED INTERVENTIONS 


Relapse prevention has been an important goal of working with families, 
and is often used as an outcome measure for evaluation of interventions. A 
large body of family intervention literature from the West has reported on 
attempts to decrease relapse rates either through the reduction of high 
expressed emotion (EE) in caregivers or minimizing face-to-face contact 
between high EE caregivers and the patients. Leff et al. [72] studied the 
impact of EE in Indian caregivers on the course and outcome of 
schizophrenia. The authors drew attention to the very low EE ratings 
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recorded at intake, and the fact that these ratings were not related to family 
structure (either joint or nuclear). Follow-up assessments at the end of the 
first year revealed a highly significant reduction in each of the components 
of the EE index, including the composite ratings. These findings have not 
been reported in any of the earlier assessments on Anglo-Saxon caregivers. 
Over 40% of the 78 relatives who comprised the research sample scored 
zero in all scales of the EE index at the end of the first year, and the authors 
stressed that the remarkable change in ratings demanded an explanation. 

Bebbington and Kuipers [98] conducted an aggregate analysis of the 
predictive utility of EE in schizophrenia and concluded that the relationship 
between EE and relapse was robust in most parts of the Western world. In 
India, the findings fell short of significance because so few families were 
rated as high EE on the Camberwell Family Interview Schedule. 

In a study on Mexican American immigrant caregivers, Jenkins and 
Karno [99] have documented EE scores that were significantly lower than 
those reported in Anglo-Saxon families. The authors also drew attention to 
the fact that high contact time between the high EE relative of Mexican 
American origin and the patient was not related to outcome, either as an 
additive or interactive factor with medication. This is in direct contrast to 
findings with Euro-American caregivers. It was hypothesized that high 
contact time would buffer the impact of the high EE relative by exposure to 
low EE relatives. Low contact time would in fact be culturally atypical. 

Studies on EE in non-Anglo-Saxon cultures have been critiqued for 
several methodological shortcomings. More importantly, Jenkins and Karno 
[99] have questioned the validity of transposing scales which measure 
cultural idioms and patterns of communication and emotional expressions 
within Euro-American families to different cultures, and link them to the 
prediction of relapse. In the absence of new research evidence that clarifies 
both the validity and the constituents of the EE index in non-Anglo-Saxon 
cultures, family interventions premised on the reduction of EE ratings in 
caregivers may not be entirely suitable for the Indian context. 


HETEROGENEITY IN CARERS AND SERVICE SETTINGS 
AND LIMITED ENGAGEMENT IN TREATMENT 


India is a vast multilingual country with a striking diversity, not only in 
education and socio-economic levels of the carers, but also in the service 
settings where interaction takes place between the mental health system 
and the patients. Families come into contact with professional care pro- 
viders in settings that range from primary health centres, to the large state 
hospitals, to the clinics of private practitioners. Carers and patients also 
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receive therapeutic inputs from health care professionals with varying 
degrees of specialization. These include the non-specialized primary care 
workers, general practitioners, psychiatric specialists and even super- 
specialists who work in family units in large teaching institutions. 
Professional services are sought in a variety of situations, ranging from 
crisis help, to rehabilitating a relative who appears to be dull and apathetic. 
Within this complex scenario, there is the diversity of Indian families in 
terms of socio-economic status, residence in rural or urban areas, literacy 
levels, social expectations from the patients, illness conceptions and the 
changing obligation to care for their mentally ill relative. In this large and 
pluralistic country, adherence to any one conceptual or service delivery 
model may have very limited usefulness. 

Non-specialist personnel provide inputs in the primary care settings. 
Therefore, basic programmes of psychoeducation necessarily have to be 
simple, in order to be delivered by this group of professional workers. Pai 
and Kapur [91], in a detailed analysis of their pioneering work with family 
carers, have attempted to identify the key intervention components which 
were associated with the better outcome in the experimental group. These 
were not sophisticated cognitive and behavioural approaches which require 
specialized training, but simple elements like continuity of care, emotional 
support and practical advice to carers and patients which ensured medica- 
tion compliance. Interventions also have to be tailored to the social and 
educational background of the family, because socio-economic realities are 
also likely to influence service utilization and participation in programmes. 

While the large state hospitals have trained personnel, staggering 
caseloads leave little time for psychosocial interventions. The randomized 
controlled intervention reported in India by Pai and Kapur [91] was carried 
out in a busy outpatient setting of a large state hospital. The experimental 
group had an average of 21 personalized contacts with professionals in their 
homes over a two-year period. This is in contrast to the routine care group, 
who visited the hospital on four occasions for brief consultations in an 
impersonal setting. Xiong et al. [28] have reported that the experimental 
group, in their successful intervention study, had an average of 8.1 visits to 
the clinic per year, each of which lasted 45 minutes. 

How is this achieved in the face of large caseloads and few personnel? 
The Chinese study suggests that it is possible with adequate training of 
personnel to deliver 45 minutes of optimal interaction with each family 
enrolled in a family intervention programme. Given a baseline frequency of 
four visits per year in India, how do we increase the attendance of carers 
and patients at the treatment facility so that they benefit from purposive 
interventions? We would like to draw attention to the report of Thangarajan 
[79], who cited caregivers as perceiving the hospital as not part of their 
support network and suggested that this issue needs to be addressed. 


FROM BURDEN TO EMPOWERMENT 279 


Non-engagement by caregivers in lengthy structured interventions has been 
reported in the Western literature [100]. In the Chinese study, 18% of care- 
givers who met the criteria for enrolment refused to participate. It is 
important to point out that 79% of the treatment group in China was 
covered by insurance. Subsequently, non-compliance rates in the interven- 
tion ranged from 27% for individual family sessions to 32% for family 
group meetings, which are higher than those reported in Western studies. 
Although treatment in state hospitals in India is highly subsidized, we 
could anticipate a similar situation in this low-income country with several 
social and economic stressors and negligible insurance coverage. Also the 
issue of stigma as a potential barrier to participating in lengthy inter- 
ventions has not been explored. In a study that has relevance to the issue of 
non-engagement, Xiang et al. [101] reported that families failed to cooperate 
with plans drawn up for the community care of the patient due to the 
following reasons: lack of confidence in the treatment, failure to understand 
mental illness as a disease that requires treatment, and stigma. We would 
like to suggest that a variety of social, economic and cultural factors, as well 
as tangible and intangible barriers within the health delivery system itself, 
are likely to have an impact on non-engagement and non-compliance by 
carers and patients in professional interventions. Each of these issues merits 
discussion, and needs to be addressed through research. We will, however, 
limit our review to the role and importance of cultural congruence in family 
interventions. 


INCORPORATING A CULTURAL PERSPECTIVE 


The need to develop culturally syntonic interventions is a recurring theme, 
not only in sociological and anthropological literature, but also in writings 
of interest to clinicians. The manner in which the family identifies, ascribes 
meaning to and responds to behavioural changes in its kin is likely to 
impact not only the help-seeking behaviour, but also the willingness to 
provide care and support in the restitution process. Therefore, the 
experiences and interpretations of psychiatric conditions by users (families 
and patients) have a substantive role to play in the development of 
meaningful health delivery systems, as only those services that are per- 
ceived as compatible with the users’ beliefs are likely to be utilized. Both 
Kleinman [102] and Littlewood [103] have argued that an understanding of 
the local health culture (specifically, the interpretative and pragmatic 
elements used by people to deal with mental health problems) should be 
incorporated into programme planning that aims to optimize carer and 
community participation. The authors have cautioned that innovative 
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psychosocial interventions that are influenced by biomedical concepts 
should work in synergy with traditional caregiving practices. A striking 
example of a psychosocial approach that has incorporated a cultural 
perspective has been provided by Xiong and others [28] in China. In their 
description of content, format and delivery of the interventions, the authors 
highlighted the importance of first dealing with the reluctance of Chinese 
caregivers to participate in talking therapies. This is consequent to the 
perception that family matters should not be discussed with outsiders, as 
well as their expectations of the therapeutic encounter with the psychiatrist 
to be brief and medically oriented. In keeping with the suggestion that 
interventions should support pragmatic elements used by people to cope, 
the subsequent interventive inputs were designed not to make the patient 
independent of the family, but instead become a reasonably productive 
member who is supported within the kin network. However, the authors 
stress that further exploration of social and cultural issues needs to be 
undertaken to impact the problems of non-compliance in the interven- 
tion. 

In contrast, Lopez et al. [82], working with immigrant Hispanic 
caregivers, challenged the perceptions of families attributing supernatural 
causes to dysfunctional behaviours, and emphasized the biological basis for 
mental illness. The authors also encouraged families to be active 
participants in treatment, to overcome the traditional acceptance of the 
physician’s authority. 

We would suggest that a culturally syntonic model for India would need 
to be based on a broader definition of culture. The elements in this model 
would include understanding supportive ethno-psychiatric conceptions of 
illness and would not negate them by the biomedical orientation of the 
professional. A broader definition of culture will help clinicians appreciate 
the changing meaning of kin relations and develop a balanced appraisal of 
kin obligations of carers towards their relative. Finally, such a definition 
will encourage traditional methods of religious coping that are not mal- 
adaptive. Importantly, the health care system needs a comprehensive 
understanding of the economic, political and historical factors that are 
defining both the normative behaviours and the emotional climate of 
contemporary society, so that family carers do not become victims of 
cultural stereotypes that require them to provide kin support without 
respite or guidance. 

In summary, practical and economic reasons, including the modest 
mental health infrastructure in the country and the paucity of trained 
mental health professionals, will require that Indian families remain 
involved in the care of their mentally ill relative. From a public health 
perspective, there is an imperative to proactively support the primary kin 
network in the process of caring. At the level of the individual caregiver and 
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patient, the issue becomes not only more critical but also ethical. Research 
initiatives based on culturally congruent, socially appropriate and cost- 
effective models with widespread applicability are urgently needed. In the 
interim, it may be required to use a combination of didactic, non-formal 
techniques and structured comprehensive lengthy interventions that repre- 
sent a judicious blend of evidence-based approaches and the needs of 
patients and their families [104]. 


THE FAMILY MOVEMENT IN INDIA: A STORY OF 
UNFULFILLED PROMISES OR GREAT EXPECTATIONS 
FOR THE FUTURE? 


There have been different social forces contributing to the growth of patient 
and family organizations in various parts of the world. In many Western 
countries, some carers came together as an angry backlash against a system 
that initially blamed them for causing mental illness, and then expected 
them to provide community care for their mentally ill kin without adequate 
support [105]. In some countries, the adversarial relationship with profes- 
sionals notwithstanding, the prime reason to organize into groups was for 
mutual support and subsequently to advocate for better services. In Japan 
the family organization was founded in response to a critical debate on the 
mental health law, which aimed at placing patient management under 
police control. Although family groups have evolved against differing 
historical backgrounds and have grown in response to context-specific 
issues, we would like to share the observation of Lefley and Johnson [106], 
who wrote that “the emergence of such groups in many parts of the world, 
together with the political influence of some of these organizations, is rather 
a remarkable phenomenon given the former powerlessness of this 
constituency”. 

The past fifteen years have seen the emergence of a fledgling family 
movement in India. Beginning with the first family group in the city of 
Chennai, which was catalysed by mental health professionals, the country 
today has over fifteen family organizations. The groups are involved in 
diverse activities, including the conduct of education programmes for 
carers, setting up income generating activities for patients, creating aware- 
ness in the community about mental health issues, and managing 
transitional living facilities. Mental health advocacy is now emerging on 
the active agenda of some groups. Two national conferences for carers have 
been held in 2001 and 2003. Family carers from different parts of this vast 
country came together in what can be described as a modest but pioneering 
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initiative, culminating in the creation of an apex body of family organi- 
zations. 

In his overview of international family organizations, Johnson [107] 
indicates that some have matured to the point of developing their own 
education programmes. More importantly, many family groups have 
grown remarkably in a short span of time. This is reflected in national 
organizations with hundreds of thousands of members, capable of 
influencing mental health policy. 

Has the family movement in India achieved a critical mass and momen- 
tum by which it can really make a difference to the planning, delivery and 
evaluation of mental health services? Do family groups have the capability 
to impact the lives of patients and carers other than the small numbers of 
individuals who are associated with them? 

A critical appraisal of Indian family organizations reveals that they are, 
in the main, small, urban and middle class in their orientation. The 
constituents are often elderly caregivers, and attracting active participation 
by younger relatives remains a challenge for most groups. Members are 
often involved in the care of a patient who may not have made a satisfactory 
recovery. Therefore, primary caregiving duties have to be balanced with 
organizational work. Clear-cut action agendas in family groups are still 
evolving, and constituents may have differing expectations from the 
organization. In the current scenario, many Indian family organizations 
comprise a few committed individuals who take on the organizational 
tasks, while most others remain passive participants. The absence of a clear- 
cut second rung of committed members leaves these groups vulnerable to a 
vacuum in leadership. Lastly, and perhaps of great significance, is the 
collaboration between mental health professionals and family groups, with 
practically all groups working closely with one or more health profes- 
sionals. However, it is still not clear whether this new development is 
welcomed across India, in all service settings, by professionals from 
differing orientations. 

Family groups worldwide are confronted with several challenges impact- 
ing their effectiveness and continued growth. Fund raising and financial 
sustenance are an ongoing struggle. Fledgling organizations may find it 
difficult to maintain their commitment and focus, especially when much of 
the work is voluntary and unpaid, and they require nurture and support. For 
established groups, the main challenge is to maintain the momentum of 
their work, and meet the growing expectations of their members. 

In low-income countries these problems will be particularly acute. In 
addition, stigma will constitute a big barrier to meaningful participation by 
large numbers of caregivers. However, it is important for India to focus on 
the psychological issues that can influence the growth, and define the 
direction of the family movement. 
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Srinivasan [69] has pointed out that, in a traditional hierarchical society, 
the relationship between the authority figures, represented by the mental 
health system, and the patient and carer is like that of “the tutor and the 
taught”. Most families therefore tend to be deferential, and accept the 
wisdom of the professional unquestioningly. In most Western countries, 
advocacy and lobbying by carers seek to influence mental health policy and 
services, as well as legislation. In India, these issues have long been the 
exclusive domain of professionals. Given the nature of professional-family 
interaction, the possibility and implications of a Western-style advocacy 
movement in India cannot be clearly delineated. 

The passive acceptance of suffering as preordained and linked to one’s 
fate and destiny is commonly referred to as “karma”, and regarded as part 
of Indian culture. In the context of caregivers and the family movement, 
Srinivasan [69] suggests that this belief translates into the entrenched 
perception that actions by families cannot make a difference. This can create 
a psychological barrier to carers joining family groups. 

In 1991, Shankar and Kamath [66] reported on the “cure versus care” 
dichotomy wherein caregivers stressed that it was the duty of professionals 
to cure their patient, while providing care was the role they assigned to 
themselves. We would like to suggest that while this perception may be 
linked to tolerance and acceptance, it also fosters a climate of passive caring. 
Family groups provide illness experiences and facilitate self-help initiatives. 
Since many relatives unquestioningly accept their duty to care, the rationale 
for more informed and proactive caregiving that is advocated by these 
encounters may have limited appeal to Indian carers. 

Lastly, in this heterogeneous country, caste and community groupings 
still define the contours and constituents of the non-kin network. Can the 
experience of pain and suffering, and a common goal for better treatment 
for their relative, translate into a binding force that holds vastly different 
caregivers together in family organizations? The issue is still evolving. 

We have given a detailed and comprehensive account of the difficult 
circumstances under which most Indian caregivers provide support. Hence, 
the emergence of family groups in India is a remarkable phenomenon. There 
is immense potential for family—professional collaboration to bring about 
structural and qualitative changes in the mental health care system. However, 
this requires not only a long-term commitment, but also a substantial 
reorientation in the attitudes and role definitions of all stakeholders. Will this 
be possible in this hierarchical society? There are no ready answers. 


FUTURE DIRECTIONS 


In 1982, Kapur and colleagues carried out the first randomized controlled 
intervention with families in India. A decade later, Kapur [108] asserted: 
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“Pious statements about the wonderful Indian family will just not do.” This 
statement reflected not only an assessment about the changing social fabric 
of India, but also concerns about the failure of the mental health system to 
build on the findings that derived from his seminal study. On the other 
hand, Lefley [109] rhetorically asked: “What is it that keeps the Indian 
family still so involved and committed to its caregiving role?” and then 
proposed that it could be several things all at the same time—a culturally 
determined worldview and expectations regarding relations and obliga- 
tions of kinship, an explanatory model of mental illness that is benign, as 
well as cultural variations in the expression of emotions. We would like to 
suggest that both these observations have identified the service delivery, 
research and training agenda in the area of family care for people with 
major mental illness. 

Both basic and applied research will help develop appropriate and 
comprehensive models of family work that will suit the needs of this 
pluralistic society. Multidisciplinary, collaborative studies integrating anth- 
ropological, sociological, clinical, economic and operational perspectives 
are needed in place of fragmented approaches. We believe that such 
research will also provide inputs to social planners on future policy and 
programme needs, not just for people with psychoses but also for 
community mental health. While the focus of this chapter has been on 
family work in schizophrenia, models of family work are also needed for 
other chronic disorders such as bipolar illness. 

Echoing the needs and sentiments of caregivers, Srinivasan [69] observed 
that mental health professionals need training in family education, as much 
as families need education about the illness. It is essential to sensitize 
professionals and equip them with skills to deliver family interventions. 
However, the country has a well-documented shortage of mental health 
workers. 

What needs to be done to achieve a critical mass of trained personnel 
capable of delivering family interventions? We would like to suggest that 
alternative manpower resources be actively considered, in the process of 
capacity building: these include community-based rehabilitation workers 
and experienced and articulate family members themselves. 

Studies have consistently demonstrated that clinical status and level of 
functioning of the patient is the strongest predictor of burden in the care- 
giver. Therefore, offering family intervention programmes without ade- 
quate treatment and rehabilitation services for people with mental illness is 
likely to make little difference to caregiver burden. 

Urban areas require vocational and skills training facilities. In rural areas 
the vocational needs of patients must be met through community resources. 
Also, the small but growing demand for respite short-term and long-term 
residential care can no longer be ignored. It is suggested that many of these 
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initiatives can take place in the non-governmental sector or in the form of 
public-private collaboration. However, the state must assume primary 
social responsibility to provide care for families with limited social and 
economic resources. 

In conclusion, we would like to emphasize that in India it is a genuine, 
mutually respectful partnership between families and professionals that is 
most likely to impact mental health policy, programmes, legislation, stigma 
and research. 

A vision for the family movement in India would see families changing 
from passive carers to informed carers, from receiving services to proactive 
participation, from suffering stigma to fighting stigma. And it is the 
responsibility of the mental health system to facilitate this journey of 
caregivers from burden to empowerment. 
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